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Introduction
Cognitive behaviour therapy (CBT) has become a well developed and widely used 
approach in the treatment of people with “neurotic” disorders, yet it has been slow to 
address the problems associated with psychosis. While early cognitive formulations 
and treatments of symptoms such as delusions were offered by Beck (1952) and others, 
there has been a distinct lack of research in this area since that time. This may in part 
reflect the sheer number and severity of problems usually associated with psychosis, 
which often involves a daunting range of primary and secondary symptoms (Chadwick, 
Birchwood & Trower, 1996).
Despite developments in neuroleptic medication, research suggests that between a 
quarter and a half of people diagnosed with schizophrenia may still have problems with 
continuing psychotic experiences and beliefs, in addition to related emotional 
disturbance (Fowler, Garety & Kuipers, 1995; Roth & Fonagy, 1996). These persistent 
symptoms can be both distressing and disabling, presenting a significant cost in terms of 
lost individual potential, family burden, and service use. The evaluation of approaches 
such as CBT, which may reduce the impact of such symptoms, has therefore become 
important in planning services for people experiencing psychosis.
Theoretical basis for the use of CBT for psychosis
Cognitive approaches have tended to move away from the concept of schizophrenia as a 
‘syndrome’ and argue that the most usefiil approach for clinicians is to consider 
individual psychotic symptoms (such as delusions and voices) in order to learn more 
about how these symptoms are maintained and how they can be treated (Chadwick et 
al., 1996). The emphasis is largely on personal meaning and the individual’s attempts 
to understand their own experiences - a focus which may sometimes be neglected within 
medical and behavioural models (Chadwick & Birchwood, 1994).
While schizophrenia has traditionally been viewed as discontinuous from ‘normal’ 
experience, unlike the neuroses, many cognitive theorists suggest there is no convincing
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evidence for such a claim (e.g. Kingdon, Turkington & John, 1994; Chadwick & 
Birchwood, 1994). Based on this view, it has been proposed that the same theories and 
approaches used to explain and treat neurotic disorders can be modified and applied to 
the treatment of psychotic symptoms. For example, Chadwick et al. (1996) attempt to 
conceptualise some of the symptoms of schizophrenia using the basic concepts of 
antecedents, beliefs and consequences which have been the basis of much of traditional 
cognitive theory.
Therefore, while it has long been argued that delusions and other symptoms of 
schizophrenia result from qualitatively different reasoning and cannot be weakened by 
counter argument or direct refutation, cognitive theorists believe that “there is 
considerable commonality between delusions and strongly held beliefs, and what 
differences exist are often subtle and represent variation on common themes’' 
(Chadwick et al., 1996, p i76). The cognitive model therefore proposes that while 
delusions may be extremely difficult to modify and very resistant to change, as are all 
core beliefs, they are not unmodifiable or utterly insensitive to reason as has previously 
been proposed. Furthermore, it is hypothesised that a weakening of such beliefs may 
lead to a reduction in associated distress and problem behaviour (Chadwick & 
Birchwood, 1994).
It has also been suggested that the emphasis on collaborative working which is an 
integral component of the cognitive approach may be particularly important in working 
with people with psychosis as, in contrast to the previous refusal to discuss or dispute 
psychotic ideas with clients, this could help to relieve the sense of alienation and 
loneliness experienced by many of these clients (Chadwick et al., 1996).
So far a variety of treatment approaches based on CBT have been developed by a 
number of different clinicians, which all vary in content and style. Most appear to focus 
on individual symptom change. For example, a cognitive therapy for delusions may 
involve a process of challenging the delusional belief and the evidence for that belief; 
reframing the delusion as psychologically motivated and as an attempt to make sense of 
certain experience; behavioural experiments for reality testing; and providing
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information about psychotic symptoms and about the general characteristics of 
psychotic disorder (Fowler et al., 1995; Kingdon et al., 1994).
In addition to direct treatment of symptoms, it has been suggested that CBT can provide 
a structured approach to the psychological management of a number of other problems 
presented by people with psychosis, including emotional disturbance, risk of relapse, 
and social disability (Fowler et al., 1995).
Research on effectiveness
Very few randomised controlled trials have been carried out to investigate the effect of 
CBT on psychosis. One recent trial randomly allocated sixty participants with 
medication-resistant psychosis between two groups: intensive individualised CBT
lasting for nine months, in addition to standard care, and a standard care only control 
condition (Kuipers, Garety, Fowler, Dunn, Bebbington, Freeman & Hadley, 1997). 
Emphasis was placed on developing specific individualised interventions based on the 
assessment phase, and engaging the client in treatment. Results showed that fifty 
percent of the CBT group achieved reliable clinical improvement, while only thirty-one 
percent of the control group demonstrated such a change. While there were notable 
changes in the targeted symptoms of delusions and hallucinations, no other clinical, 
symptomatic or functioning measure changed significantly. The authors claim high 
levels of satisfaction with the therapy among clients and a low drop-out rate (11%).
A smaller controlled trial offering CBT over a six month period also found promising 
results (Garety, Kuipers, Fowler, Chamberlain & Dunn, 1994). Only twenty 
participants were included in the study and were allocated (without randomisation) to a 
CBT group and a waiting list control group. The treatment group were offered 
individually tailored interventions following a lengthly assessment phase, and an 
emphasis was placed on engaging the participants in therapy. The therapy group were 
found to benefit significantly in comparison to the controls, both in terms of a reduction 
in delusional conviction, and to a lesser extent a reduction in distress, preoccupation, 
and action. Modest benefits were also found in changes in depression and self-esteem.
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Two different cognitive behavioural treatments were compared in a trial considering the 
impact on drug-resistant residual psychotic symptoms (Tarrier, Beckett, Harwood, 
Baker, Yusupoff & Ugarteburu, 1993). The twenty-seven participants who entered the 
study were randomly assigned to one of two groups: those who would receive coping 
strategy enhancement (CSE), and those offered problem solving (PS). The first of these 
techniques, CSE, aims to identify coping strategies which may already be used by the 
patient and to use these as a basis from which to systematically train the patient to cope 
with and control both the cues and reactions to symptoms. Problem solving, an 
established method for dealing with the problems associated with psychosis, was used 
as a control treatment in this study as it was thought that it may well result in benefits to 
the patient without being expected to directly address psychotic symptoms. Both 
treatment programmes lasted for only six weeks, with half of the participants allocated 
to a waiting period of six weeks before beginning treatment, and a follow-up assessment 
was carried out six months after treatment. Results indicated that while there was no 
change during the waiting period, patients who received either CBT treatment showed 
significant improvement in positive symptoms and anxiety. No changes in depression, 
negative symptoms or social functioning were detected. Some evidence was found that 
CSE produced greater symptom reduction, although these differences could be due in 
part to pre-treatment differences in the groups as a result of randomisation. A 
considerable drop-out and refusal rate was found - only fifty percent of participants 
remained in treatment at any one time.
In addition to applying CBT for long-term drug resistant psychosis, a small amount of 
research has considered the impact of such treatments during acute episodes of 
psychosis in order to hasten the resolution of positive symptoms and to reduce residual 
symptoms. Drury, Birchwood, Cochrane & MacMillan (1996a) evaluated an approach 
aimed at facilitating the use of strategies to disconfirm beliefs and encouraging the 
coping style of ‘integration’ (i.e. perceiving psychosis as a manageable, meaningful and 
containable experience). This randomised controlled trial of forty inpatients included a 
treatment group involving both individual and group CBT and a control group receiving 
matched hours of therapist input providing structured activities and informal support. 
The treatment group also received family guidance and a structured activity programme. 
No differential attrition was found between the two groups. After nine months, both
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groups showed a decline in positive symptoms but a significantly greater change was 
found in the CBT group (five percent of the CBT group versus fifty-six percent of the 
control group demonstrated moderate or severe residual symptoms at this time). 
Specific reductions were found in conviction and preoccupation of delusional beliefs. 
These effects were also found to generalise to other features of psychosis which were 
not directly targeted, including dysphoria, insight, and Tow level’ psychotic thinking, 
and recovery time was also effected (Drury, Birchwood, Cochrane & MacMillan, 
1996b).
Provisional support for the effectiveness of CBT for understanding and treating auditory 
hallucinations comes from a series of case studies presented by Chadwick and 
Birchwood (1994). In this small study (n = 4), disputing and testing the central beliefs 
held by individuals about their voices led to reductions in the strength of the beliefs and 
the frequency and duration of the voices, in addition to improvements in areas of social 
functioning.
Further research has been conducted to investigate which factors may be predictive of a 
positive outcome. Greater psychopathology (Tarrier et al., 1993) and an ability to 
consider hypothetical alternatives to delusions (Chadwick & Lowe, 1990) have been 
associated with a positive response to CBT. More recently, in a relatively large 
controlled study for medication-resistant psychosis, it was found that the ability of the 
individual to acknowledge the possibility of alternative views of the delusion (i.e. 
cognitive flexibility) predicted a good response to CBT, while high IQ and intact 
cognitive functioning were not required for CBT to be effective (Garety, Fowler, 
Kuipers, Freeman, Dunn, Bebbington, Hadley, & Jones, 1997).
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Limitations of research
Difficulties with the research in this area include the lack of blind ratings (e.g. Kuipers 
et al., 1997) leading to the possibility of bias, and inadequate sample sizes often leading 
to a lack of statistical power. Practical and ethical difficulties in ensuring that all 
individuals remain on the same medication regime throughout the trials leads to the 
possibility that medication is responsible for some of the changes observed.
Where CBT is offered in addition to standard treatment, without controlling for time 
spent with clients (e.g. Kuipers et al., 1997), this raises the possibility that non-specific 
attention (rather than the specific CBT interventions) is the effective ingredient in 
improvement. Alternatively, where time allocation is controlled for by allocating 
increased non-specific activity to control groups (e.g. Drury et al., 1996a) it is possible 
that such activity could actually increase stress and prolong recovery (Johnson, 1996).
Some interventions used in the studies incorporate a number of different components, 
including individual, group and family interventions (e.g. Drury et al., 1996) or a 
number of different CBT techniques, leading to some difficulty in understanding the 
mechanism of change and uncovering the ‘active’ ingredients of treatment.
There appear to be inherent difficulties on the assessment of change within this client 
group. For example, even clinically noticeable change may not place people back into 
the ‘normal’ range, whereas at the same time even small changes in symptom levels 
may signify important differences in an individual’s ability to cope with problems 
(Kuipers et al., 1997). Furthermore, the complexity in measuring changes in symptoms 
should not be ignored. For example, in the case of delusions, positive change may 
mean becoming less sure of a belief, less distressed by it, less preoccupied by it, or less 
prone to act on it (Chadwick et al., 1996). Change may therefore become difficult to 
interpret when considering the effects of CBT, as during the process of change the 
individual may in fact be required to spend more time thinking about the beliefs in order 
to critically analyse them, and may increase delusion-related behaviour for the sake of 
reality testing (Chadwick & Lowe, 1994).
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Discussion of findings
Clear conclusions regarding the effectiveness of CBT for psychosis are made difficult 
by the limited amount of research and the wide variation within studies in terms of 
target groups, clinical context, length and intensity of the intervention, and the extent to 
which treatments are offered as part of a wider care plan (Roth & Fonagy, 1996), in 
addition to the limitations described above. There are also variations in the type of CBT 
treatment offered by different cognitive therapists, and it is not yet clear whether these 
differences in focus are important or whether it is the aspects they have in common that 
are most influential (Fowler et al., 1995).
The research generally appears to indicate that around fifty percent of patients 
considered suitable for such therapy may show a significant positive response to CBT, 
although in some cases this effect may be limited to positive symptoms. It has been 
suggested that the rate of improvement in overall symptomatology demonstrated by 
some of the controlled studies is around the same level as that found in studies on the 
effects of clozapine on clinically similar samples of people who have failed to respond 
to standard medication (Kuipers et al., 1997; Kingdon et al., 1994). A talking therapy, 
such as CBT, has the advantage of the absence of physical side-effects, although this 
must be weighed against the requirement for intensive input by experienced clinicians.
The literature suggests that one of the challenges facing the application of CBT to 
psychosis is the problem of engaging clients in therapy. Studies have shown significant 
difficulties with high and early drop out with this client group (e.g. Tarrier et al., 1993), 
and failure to engage clients in therapy would clearly limit the usefulness of any 
psychological treatment for psychosis. Although a high rate of drop-out is common 
with this highly disturbed patient group regardless of treatment method, possible factors 
contributing to the high rate of drop-out specifically in CBT may include failure in 
empathy (i.e. such unusual experiences may be more difficult for the therapist to 
empathise with), beliefs of the therapist (e.g. that delusions always resist therapy), and 
the fi'aming of delusions as beliefs rather than facts (i.e. the client may suspect he is not 
believed by the therapist) (Chadwick et al., 1996). A further limitation of CBT 
approaches is that they can clearly only be beneficial to people who are willing to
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engage in dialogue about their symptoms; of those experiencing acute psychosis this 
has been estimated to be about two-thirds of patients (Drury et al., 1996b).
It should be remembered that in schizophrenia one case can differ markedly from 
another, and a ‘package treatment’ approach is therefore unlikely to be sufficient. 
Those CBT approaches which focus on individualised and ‘ formulation-driven’ 
interventions would seem likely to be far more beneficial as they would ensure that the 
techniques used in each case are appropriate to the nature of the problems presented 
(Fowler et al., 1995).
Despite the changes in delusional beliefs demonstrated by several of the studies 
discussed above, it is unclear how these beliefs come to change and to what extent these 
changes will be maintained over time. More follow-up studies over longer periods of 
time are clearly needed. It has been observed that, while the delusional beliefs can be 
successfully reappraised during therapy sessions, they may be easily triggered on future 
occasions, and it is possible that therapy is providing the patient with ways of 
compensating for biased thinking rather than correcting the basic underlying deficit 
(Garety, 1994). It is also unclear how far changes in symptoms translate to other areas 
of functioning - while some studies have found associated improvements in insight, 
‘low level’ psychotic thinking, negative symptoms and social functioning, others have 
found no generalisation at all to other features of psychosis. Some theories suggest that 
interventions addressing cognitions will have limited benefit if social deficits are not 
also addressed (e.g. Brenner, 1994).
Critiques o f the use o f CBT for psychosis
The cognitive model for psychosis, although it presents explanations of the maintenance 
of symptoms and treatment effects, has been criticised for failing to explain how 
symptoms emerge initially, leading to some doubt regarding what will remain once 
these symptoms disappear. For example, with people with long-term psychosis whose 
identity may have become strongly linked with a patient ‘role’, we need to consider
10
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what role may be left for that individual if their ‘symptoms’ are removed (Perkins & 
Dilks, 1992).
It has been suggested that understanding a person’s beliefs in terms of their own 
‘reality’, rather than challenging, diverting or ignoring such beliefs, should be the focus 
of interventions, and that such an understanding is necessary for the formation of a good 
working relationship (Perkins & Repper, 1996). The focus of many mental health 
professionals on ‘problem removal’ has also been criticised, with the suggestion that 
among people with psychosis it is not necessarily the altered perceptions themselves 
that are the problem but rather the consequences of these for the person’s functioning 
and well-being. It is therefore proposed that, rather than changing these beliefs, an 
exploration of the impact of the beliefs on the individual’s life and a focus on ways of 
minimising any negative effect they may have would be more beneficial (Perkins & 
Dilks, 1992).
Furthermore, it has been suggested that phenomena such as hearing voices are 
experienced widely both by people with a diagnosis of psychosis and those without such 
a diagnosis. Many of these people appear to view their voices positively and as 
understandable aspects of their internal selves, and in some cases even see them as 
helpful and as part of a coping process (Romme & Escher, 1989; Chadwick & 
Birchwood, 1994). This may suggest that viewing phenomena such as voices as 
‘symptoms’ which need to be removed or ‘treated’ may not always be in the best 
interests of the individual experiencing them.
Conclusions
Relatively limited research has so far been conducted to consider the efficacy of CBT 
for people with psychosis. Therefore, although the potential of the approach does 
appear to be indicated it is not yet clear which clients may benefit and which aspects of 
CBT may be most useful. While the research generally appears to indicate changes in 
symptomatology among patients receiving CBT, the impact on other areas of 
fiinctioning such as emotional disturbance and social functioning has been less
11
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promising. Much further work is needed not only to evaluate the effectiveness of such 
approaches, but also to extend our theoretical understanding.
At present, it seems that CBT may have an important role in supplementing other 
techniques of proven effectiveness, including family therapies, early intervention, and 
pharmacotherapy. The potential benefits or risks of such an approach for the individual 
should always be considered, and an approach which takes into account all aspects of an 
individual’s psychopathology, rather than using individual techniques in isolation, is 
likely to be more beneficial. On the other hand, it would seem that any intervention 
which could reduce positive symptoms such as delusions and hallucinations, which are 
often distressing, are a frequent cause of anxiety and depression, contribute significantly 
to general disabilities and handicaps, and present a high risk of suicide (Tarrier et al.,
1993) should certainly be considered.
12
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Introduction
Debates about definitions, diagnostic criteria, assessment practices and intervention 
procedures have arisen frequently within the field of leaming disabilities. While 
diagnosis and classification remain useful for some purposes, there are difficulties with 
achieving meaningful diagnoses of leaming disabilities and there may be negative 
effects such as those associated with labelling. Furthermore, assessment may have 
many useful functions other than those that are diagnostic and evaluative. It is 
important to consider these issues in order to guide psychologists in their assessment 
and intervention with people with leaming disabilities.
Difficulties in diasnosin2 learnins disabilities
Diagnostic criteria may seem important because “one must have a clear idea o f what 
learning disabilities are before one can identify them in individuals” (Hammill, 1990, 
p.74). However, an agreed conceptual understanding capturing the complexities of 
leaming disabilities is difficult to achieve.
Legislative and attitudinal changes over the last few decades have led to a decreased 
emphasis on global characteristics of leaming disabilities, which are of little help in 
developing training programmes or interventions. Instead, there has been a move 
towards understanding leaming disabilities in terms of specific function (such as 
memory and attention) and in terms of competence (such as the use of public transport 
or the ability to hold a spoon) which vary with every individual (Hogg & Raynes, 
1987). These changes clearly have implications for the nature of assessment.
According to the Mental Health (Amendment) Act (1982) a person is defined as having 
a leaming disability if they have both an impairment of cognitive functioning and an 
impairment of social functioning, both of which have been present since childhood. 
However, one of the problems with making a diagnosis in the field of leaming 
disabilities is the inevitable fact that people do not necessarily fit neatly into the 
categories that have been created. For example, based on the above definition of
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learning disabilities, a person’s level of cognitive functioning and social functioning 
may fall into different categories when attempting to classify the presence or level of 
leaming disability.
A further issue is our ability to assess cognitive and social functioning reliably. Dodd 
and Webb (1998) point out a distinct lack of clarity over the classification of cognitive 
functioning in practice. Despite this fact, these authors emphasise the fact that “the 
assessment o f cognitive functioning continues to be one o f the main criteria for the 
legal, educational and medical designation o f a person as having a learning disability” 
(Dodd & Webb, 1998). This may suggest the need for more valid, reliable, and 
standardised tests of cognitive functioning if accurate diagnoses are to be made, and the 
importance of ensuring that the results of such measures are interpreted in the correct 
way.
Unfortunately, many measures of cognitive functioning have excluded people with 
leaming disabilities from their standardisation sample; for example, the Wechsler Adult 
Intelligence Scale, Revised (WAIS-R), while it did include people with limited 
educational achievement, excluded people with leaming disabilities living in institutions 
or with known brain damage. Others are not adapted for the British population (e.g. the 
Stanford Binet), or are designed for children and not standardised for adults (e.g. the 
Leiter scales).
There are similar difficulties with the assessment of ‘social functioning’, a term which 
is used loosely, has no agreed definition and no agreed methods of measurement (Dodd 
& Webb, 1998). The measures that do exist to assess aspects of social functioning such 
as personal independence and social responsibility may rely on the opinions of carers or 
on individual clinicians’ interpretations and may be difficult to interpret, leading to poor 
reliability.
The use of IQ to classify leaming disabilities raises many issues. While IQ may provide 
a reflection of an individual’s current level of functioning, its predictive or prognostic 
value is open to doubt (Mittler, 1973). Results are often unrelated to an individual’s 
skills in real life, and may tell us little about the individual and his or her future needs.
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Mittler (1973) points out that the nature and type of leaming disability varies greatly 
between individuals, yet only a small proportion of this variance is attributable to 
measured intelligence. The emphasis on distinguishing leaming disabilities from other 
disabilities and conditions may promote a limited and unidimensional view of the 
“complex and interacting factors influencing academic and social performance” 
(Rosenberg, 1997, p.243).
A further point to consider in using psychometric assessments is the possible impact of 
psychological or emotional processes (including life events, life experiences, mental 
health problems, poor motivation and organic deterioration) on performance. Physical 
and sensory disabilities are also clearly likely to influence results. Moreover, when 
clinically useful information is obtained from such assessments, it must be questioned 
whether condensing and summarising this information into a diagnosis is of the most 
benefit to the individual concemed.
In terms of the most commonly used classification systems, such as DSM-IV (American 
Psychiatric Association, 1994) and ICD-10 (World Health Organisation, 1992), studies 
have shown that many of the diagnostic differentiations used within such systems have 
poor inter-rater reliability and weak validity (Cantwell & Rutter, 1994). This lack of 
professional agreement may be due to the use of different diagnostic criteria, to the 
subjectivity of the symptoms used as diagnostic criteria, and to changes in the clinical 
picture with age (Bishop, 1989). Diagnosis may be particularly problematic in 
conditions such as autism due to the complexity of the symptomatology and the 
difficulty in fitting all individual cases into one operational diagnostic model: “among 
the expressed shortcomings o f traditional diagnostic systems is that at times they 
require arbitrary decisions regarding the degree and number o f symptoms which places 
the individual within or outside the stated category” (Bennett, 1996, p.40).
All of these factors raise the question of whether the difficulties associated with leaming 
disabilities are compatible with the discrete conditions implied by medical diagnosis, 
and in fact whether such a diagnosis actually serves a useful function at all. The 
usefulness of recognising, defining and labelling a syndrome or collection of symptoms 
(i.e. making a diagnosis) surely depends on whether it gives rise to theories of aetiology
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which in turn can be used to suggest methods of treatment and prevention (Bennett, 
1996), which is questionable in terms of the diagnosis of leaming disability.
In addition to all the above difficulties in obtaining a reliable diagnosis, it remains clear 
that categorical labels provide only a fraction of the information required to plan 
interventions.
Other aims of assessment
Traditionally, the aims of assessment have been characterised as being structural rather 
than functional and have included diagnosis, classification, identification of causes and 
predication of the future course of the problem (Sturmey, 1996). However, in the field 
of leaming disabilities classification does not necessarily allow the clinician to make 
inferences regarding aetiology, treatment and prognosis.
When using a term such as “autism”, for example, it becomes clear that such a diagnosis 
tells us little about the actual individual in question due to the wide diversity of autistic 
behaviours, and such a term must therefore be accompanied by detailed explanations of 
what is actually meant (Bennett, 1996). It should also be remembered that diagnoses 
apply to disorders and not people and that any diagnostic or classificatory terms must be 
supplemented by details of the individual and special problems and strengths presented 
by a particular individual (Cantwell & Rutter, 1994). If diagnosis is to be helpful to 
people with leaming disabilities and their families, it needs to be accompanied by an 
indication of what this means with respect to the particular individual and what can be 
done to enable that individual to attain the best possible quality of life.
Any assessment should include not only an individuaTs pattem of symptomatology but 
also their level of adaptive functioning and other factors which may be relevant to fixture 
care and interventions, such as the individual’s psychosocial circumstances. The key 
purpose for any assessment should be to obtain the most helpful mix of information for 
clinical purposes. Assessment should be used prescriptively rather than merely for 
purposes of classification, and should therefore contain information that can be used to
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design and implement treatment programmes fitted to the needs of the individual 
(Mittler, 1973).
Operational definitions that help to guide the provision of services and interventions 
may therefore be of far more benefit than diagnosis (Rosenberg, 1997). Functional 
assessment procedures, for example, by identifying variables that are influencing 
behaviour, can provide information that is useful for selecting, developing, evaluating 
and revising an appropriate intervention (Desrochers, Hile & Williams-Moseley, 1997; 
Stormey, 1996). Criterion-referenced assessments can be especially useful in pointing 
specifically to teaching or training objectives (Kieman, 1987). Similarly, the natural 
continuity between behavioural observation and intervention makes it a useful approach 
in the assessment of people with leaming disabilities (Murphy, 1987).
While diagnoses may have a usefiil purpose in providing a summary to enable 
communication, a diagnostic term cannot provide all the information that is clinically 
important. Therefore, in clinical practice the diagnosis, if there is one, should always be 
supplemented by formulation, as it is formulation that brings out what is individual and 
special about the difficulties presented by that particular person (Cantwell & Rutter,
1994).
Diagnosis is clearly only one of many purposes of assessment. Others include 
identifying the needs, strengths and motivation of the particular individual, making 
predictions about future needs, describing an individual’s behaviour and generating 
hypotheses about the functions of this behaviour, evaluating cognitive functioning and 
social interaction skills, matching individuals to care settings, and helping to plan and 
organise services. Furthermore, assessment should not end with a diagnosis but should 
continue throughout any intervention and as part of the evaluation and reformulation of 
that intervention.
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Advantases of diasnosis
While there are clearly difficulties with obtaining a diagnosis in the field of leaming 
disabilities, and many additional purposes of an assessment, diagnosis does appear to 
have some benefits. For example, from the perspective of parents of children with a 
leaming disability, it would seem that diagnosis can help to relieve parents of an 
unnecessary burden of guilt by extemalising the cause of the problem (Bennett, 1996). 
Although the diagnosis may be a time of heightened stress for parents, research 
indicates a consistent desire among parents for high levels of information including a 
clear diagnosis, which may help them to make sense of their child’s difficulties 
(Konstantareus & Homatidis, 1991). Louw and Smith (1996) also found that parents’ 
expectations of assessment almost always include gaining an understanding of their 
child’s behaviour, including a diagnosis.
It has been suggested that accurate diagnosis of leaming disabilities is also important in 
terms of the need to define systems of support for the individual and provide access to 
practical resources, as part of the assessment process (Dodd & Webb, 1998; Louw & 
Smith, 1996). Furthermore, the implications of the diagnosis for the family need to be 
considered and responded to, both in terms of the effort that may be required in caring 
for their child and the personal significance of having had a less than perfect child 
(Konstantareus & Homatidis, 1991).
Konstantareus & Homatidis (1991) suggest that “considering the relevance o f an early 
diagnosis for timely intervention, it is important to identify the nature o f the child's 
difficulties as soon as possible” (p. 194). Given that the diagnosis may have 
implications for the individual’s health, life expectancy, dependence on the family, and 
many other factors, a diagnosis would indeed seem important. For example, in terms of 
people diagnosed with Down’s Syndrome, it has been found that there is an increased 
risk of developing Alzheimer’s disease in later life, and a diagnosis may therefore be 
important in early identification and treatment of the possible dementia. Giving a 
diagnosis may also be important where a chromosomal anomaly is involved, as this may 
have implications for genetic counselling.
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Furthermore, classification and diagnosis do provide a means of ordering information 
and provide a language by which to communicate with other people (Cantwell & Rutter, 
1994).
Labellins
In addition to the question of whether diagnosis is a useful and important goal of 
assessment is the question of whether it is in fact harmful to give someone such a 
‘label’. Periodic concern has long been expressed over the labelling effects of 
diagnosis, and it seems likely that whatever our aims may be the terms used in 
diagnosing conditions and disorders can carry implicit messages (Cantwell & Rutter, 
1994).
From a social constructivist perspective, disabilities and difficulties are defined by the 
meanings we attach to such deviations of functioning, and this labelling process causes 
the labelled person to begin a ‘deviant career’ by becoming infected by the meanings 
and expectations attached to their label (Bennett, 1996). This theory would appear to 
have some support fi*om the research literature - for example, Eikeseth and Lovaas 
(1992) found that children identified as autistic received less effective teaching from 
student teachers than children identified as ‘normal’.
Halliday (1996) argues that the defining nature of IQ scores used during the assessment 
process contributes to the devalued societal roles and prejudicial exclusion experienced 
by many people with leaming disabilities.
There are, however, discrepancies of opinion in this politically sensitive area. For 
example, Szivos and Griffiths (1990) argue that acknowledging and clarifying the 
nature of handicap through diagnosis can enable the development of self-appraisal, 
realistic goal setting, a strong and positive group identity, and positive coping strategies.
A further potential difficulty with giving someone the label of “leaming disability” or a 
more specific label such as “autistic” is that there may be a tendency to attribute any
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future difficulties the person may have with this label. For example, behaviour 
problems exhibited by a person with learning disabilities may be attributed to the 
leaming disabilities alone, and this has implications for attitudes, responses to the 
behaviour, and possible interventions.
Service provision
Diagnosis of a leaming disability may allow appropriate medical, psychological and 
educational interventions to be put in place, and in this sense “diagnoses may serve as 
'passports' providing access to services” (Cantwell & Rutter, 1994). Clinical 
psychologists are often involved in giving psychometric assessments to determine IQ 
level, which may help to decide the best educational placement or whether an individual 
is best served by adult mental health services or more specialised leaming disability 
services, for example. While there may be difficulties with allocating services on the 
basis of IQ scores, this may be a requirement of entry to the service and therefore may 
currently be an important aspect of an assessment.
However, while diagnosis may be useful in making decisions regarding services 
required and residential placement, Cantwell and Rutter (1994) suggest that it is a 
mistake to equate diagnosis with administrative actions or a particular service: “they 
provide a useful general guide, hut not all individuals with a particular diagnosis 
require the same treatment or the same service”. They stress that services should 
therefore be tailored to individual needs rather than provided on the basis of ‘diagnostic 
pigeon-holing’.
Halliday (1996) expresses similar concems, suggesting that assessment has primarily 
become an “administrative ‘gate-keeping’ exercise”. Assessments driven by service 
models have, it is suggested, often become limited to psychometric assessment with 
some adaptive behaviour assessments or academic achievement scales, the results of 
which “are promoted and accepted as giving a definitive picture o f a person ” while in 
reality they may describe “nothing more than particular aspects o f the person's 
functioning” (Halliday, 1996, p. 145). The most common outcome of such assessments
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is, it is argued, placement in a separate special system, while research suggests that such 
placements may not be beneficial and may actually be detrimental (Halliday, 1996).
Selection of treatment on the basis of diagnostic classification may result in a loss of 
valuable information about the individual and may be inappropriate in terms of the 
underlying function of the individual’s behaviour (Stumey, 1996). Furthermore, such 
allocation requires that a diagnosis can be made reliably and that there is a simple 
mapping fi*om diagnosis to treatment, both of which are questionable.
It may often seem easier in practice to diagnose a leaming disability than to suggest a 
treatment plan, but this may result in assessment procedures becoming unrelated to the 
needs of the person with a leaming disability. A closer link is clearly needed between 
assessment and the design of appropriate services and treatment programmes (Mittler, 
1973).
Conclusions
To conclude, diagnosis may continue to be part of the assessment process, but it should 
certainly not be the ^'principle aim It is clear that an accurate and reliable diagnosis 
remains difficult to obtain in the field of leaming disabilities, and there are suggestions 
that such a diagnosis may even be detrimental, in terms of its implications for labelling 
or the tendency to allocate services on the basis of diagnosis alone. An idiographic 
approach to assessment, emphasising the needs of the individual rather than of a 
diagnostic group, is likely to be more beneficial.
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Introduction
Until fairly recently it was believed that depressive disorders as they occur in adult life 
were quite rare in childhood (Harrington, 1993). Where it was acknowledged that 
depressive disorders did occur in children, it was thought that they were generally 
‘masked’. More recently, however, it has been increasingly recognised that depressive 
disorders resembling those experienced in adulthood can occur in childhood (Rutter, 
1988a) and may in fact be relatively common in clinical samples. Recent research 
evidence suggests that rates of such disorders are much higher at younger ages than 
previously recognised. However, despite these recent changes in attitudes towards the 
concept of depression in childhood and adolescence, uncertainties remain regarding the 
comparability with depressive disorders in adults, and the nature and frequency of such 
disorders in young people. The concept of childhood depression remains a matter of 
controversy, and debates continue concerning the best means to assess, diagnose and 
treat depression in children.
A consideration of the relevance of clinical depression for children and adolescents 
must take into account the various models and concepts used to understand depression. 
It is also necessary to consider the relevance of such models when applied to childhood 
depression, and the distinction between clinical depression as a classified disorder and 
ordinary feelings of misery and sadness. Issues relating to the assessment and 
classification of depression and implications for treatment are clearly important, as the 
usefulness of clinical diagnoses rests on their ability to communicate and summarise 
patterns of symptoms and to guide interventions. The developmental course of 
depression in children and its association with other difficulties also have implications 
for the relevance of such a phenomenon.
Conceptual factors
A traditional psychoanalytic view has been that depressive conditions comparable to 
adult depression could not occur in childhood due to the immature personality structure 
of a child (Rie, 1966; Mahler, 1961); for example, a child in middle childhood or
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younger was not considered to have a sufficiently developed superego to enable 
aggression to be directed against his or her own ego (Freud, 1917). In adolescence, 
when the superego was considered to be sufficiently developed, psychodynamic 
theories acknowledged the occurrence of depression but used unidimensional models to 
explain its aetiology (Kutcher, 1997). Such models were later considered by many 
theorists to have limited usefulness and validity in the understanding of depression.
Other psychodynamic researchers, meanwhile, have suggested that depression can occur 
in infants and young children in association with loss and separation. For example. 
Spitz (1946) described “anaclitic depression” occurring in institutionalised children as 
young as six to twelve months (characterised by weeping, withdrawal, apathy, weight 
loss, and sleep disturbance), and he compared this condition with melancholia in 
adulthood. This work has since, however, come under considerable methodological 
criticism (Rutter, 1986). Later, Bowlby (1969, 1980) reported a sequence of protest, 
despair and detachment observed in many toddlers admitted to hospital or residential 
nurseries, reactions which Bolwby suggested represented depressive disorders. While it 
seems that such reactions may constitute an affective response, it could be argued that 
they represent a common and apparently ‘natural’ occurrence in young children placed 
in such circumstances. Furthermore, the symptoms appear to ameliorate rapidly 
following return to the family environment. Such characteristics are not normally 
associated with abnormal affective states (Rutter, 1986). It is therefore controversial to 
suggest that these symptom patterns observed in very young children are the ‘same’ as 
depression in later childhood, adolescence and adulthood.
An alternative view has been that depression could occur as early as middle childhood 
in a similar way to that occurring in adulthood, but in a ‘masked’ form. Within this 
view, it is suggested that symptoms are often ‘masked’ and expressed via, for example, 
phobias, somatic symptoms, or behaviour problems rather than such core symptoms as 
dysphoric mood and loss of interest (Glaser, 1967). It does seem reasonable to assume 
that depressive disorders in younger children may take a different form than in adults 
due to young children’s inability to experience some of the cognitive features of 
depression (Rutter, 1988a). It has been suggested that the notion of masked depression
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may prove useful in clinical settings in recognising types of depression that may 
otherwise remain unidentified (Harrington, 1993).
However, such a concept poses difficulties in distinguishing which symptoms are due to 
depression and which are part of a different disorder such as a conduct disorder. The 
connection between the numerous disorders characterised as ‘masking’ depression and 
the presumed underlying depressive features remains unclear (Carlson & Garber, 
1986). Furthermore, it has been suggested that, while many of these other symptoms 
may be present, defining this as ‘masked’ depression may not be useful or necessary as 
careful clinical examination will often reveal the underlying depressive symptoms 
(Kolvin, Barrett, Bhate, Bemey, Famuyiwa, Fundudis & Tyrer, 1991).
Early hypotheses also included notions of the “normality” of depression in adolescents, 
suggesting that adolescence is an unstable phase of life in which signs of deviance are 
commonplace (Garrison et al., 1985; Kutcher, 1997). This notion has led to the 
contention by some researchers and clinicians that, while depressive symptoms may be 
common during adolescence, they are a normal part of development and are therefore 
clinically unimportant (Garrison et al., 1985).
With the increase in attention given to diagnosis in children within the field of 
psychiatry, and with the development of alternative models of depression which could 
accommodate the concept of childhood depression, changes in attitude have occurred 
(Kazdin, 1990). More recently, debates have arisen regarding the cognitive models of 
depression and their implications for depression in children.
This debate centres around the question of children’s ability to experience some of the 
cognitive features which have been thought to be associated with adult depression 
(Beck, 1967). Research indicates that children show the negative bias in their view of 
the world, themselves, and the future, which make up Beck’s cognitive triad (Kazdin, 
1990). There is evidence that social and depressive cognitions and causal attributions 
can emerge in middle childhood and develop fully in adolescence (Vostanis et al.,
1996). Research indicates that children with depressive symptoms do have a variety of 
cognitive deficits and distortions compared with nonaffective psychiatric and normal
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controls, such as negative attributions, selectively attending to negative features of an 
event, hopelessness, a tendency to attribute outcomes to external noncontrollable 
causes, and low self-perceived academic and social competence (Cole, 1990; Birmaher 
et al., 1996).
However, it has been suggested that prior to the age of eight children are unlikely to 
experience either the cognitive symptoms of depression, or the ability to self-reflect and 
ruminate which may be important in prolonging depressed mood (Kovacs & Devlin, 
1998). For example, the ability to experience guilt and a sense of failure requires an 
understanding of the concept of failure, which it is thought does not occur until around 
the age of eight (Harrington, 1993). Internalising disorders such as depression may 
therefore be more likely to occur in older children and adolescents than in younger 
children.
In childhood, cognitive styles and self-schemas are almost certainly still under 
construction, and it has been suggested that negative events in childhood may foster the 
development of maladaptive self-cognitions, which may predispose the child for 
subsequent depression (Cole, Martin & Powers, 1997). If children are unable to 
construct a positive sense of self-competence, a major developmental task of middle 
childhood, it is suggested that helplessness, pessimism and depression may be the 
logical and direct consequences (Cole et al., 1997).
The alternative models used to describe depression (including the psychoanalytic, 
behavioural, cognitive, and biological models) have arisen within the context of 
research with adults. However, evidence is continuing to emerge to show both the 
consistencies and the differences between depression in children and adults. Despite an 
increasing trend in investigating childhood depression within the context of adult 
criteria and definitions, there may be inherent difficulties with such an approach. 
Developmental theorists continue to argue that there are important differences in the 
developmental progression of children’s cognitive, linguistic, and socioemotional 
capacities which are likely to produce differences in their interpretation, experience and 
expression of depressive symptomatology over the course of development (Carlson & 
Garber, 1986). Attempting to fit patterns of symptoms observed in children into models
31
Academic Dossier: Children, Adolescents and Families Essay
and concepts developed for adults may therefore ignore vital developmental differences. 
Questions have subsequently been raised concerning whether the symptoms observed in 
children can be described as a ‘depressive syndrome’ at all, or whether such symptoms 
are part of ‘normal’ experience.
Depressive disorders versus ordinary feelinss o f misery and sadness
It has been suggested that it is difficult to define as a ‘normal’ phenomena a condition 
whose criteria include an episode of at least two weeks involving the presence of 
symptoms including disturbances in mood and neurological functions, when most 
reactions to negative events in childhood tend to be very short-lived (Kovacs, 1997).
The problem of distinguishing between the concept of affective disorder, normality, and 
non-depressive psychiatric disorders is not unique to a consideration of childhood 
depression but indeed is an important issue in the classification of adult depressive 
disorders (Harrington, 1993). It is important to note the distinctions between depression 
as a symptom (e.g. sadness, which is a subjective state experienced by most people at 
certain points in their lives), as a syndrome (i.e. symptoms occurring in combination), 
and as a nosologic disorder (i.e. characterised by a particular pattem of symptoms with a 
specifiable course, duration, outcome, response to treatment, etc.) (Carlson & Garber, 
1986).
There is an ongoing debate regarding the nature of psychopathologic states such as 
depression. From one perspective, an essential continuity in functioning is assumed, so 
that severe depressive feelings are regarded as on the same continuum as ‘normal’ 
sadness and unhappiness, extending to neutral mood and cheerful, happy feelings. 
From an alternative perspective, there is an assumption of discontinuity, with 
‘conditions’ or ‘disorders’ on one side of a line and ‘normality’ on the other (Rutter, 
1986).
It remains unclear whether depression in children should be treated as one end of a 
continuum, or whether those children experiencing extreme levels of symptoms differ
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qualitatively as well as quantitatively from those in the normal range (Eley, 1997). 
Many children and adolescents experience depressive symptoms that do not amount to 
diagnostic criteria for major depressive disorder, and differences in definitions and 
measures lead to inconsistent prevalence rates (Angold, 1988a). However, Kovacs 
(1997) argues that clinically diagnosable depressions do occur in a notable minority of 
children, and that the protracted duration of episodes of depression in children, the low 
rate of clinical depression as a response to significant interpersonal loss, and the 
accompaniment of functional impairment provide evidence that such depressions 
represent pathologic states.
Assuming that an identifiable ‘syndrome’, that can be labelled as ‘clinical depression’, 
does occur in childhood, then issues arise concerning how such conditions are to be 
assessed, identified and classified.
Assessment and classification of depression in children
Assessment of any psychopathology in children and adolescents requires a 
developmental approach, as this is a period of rapid change and behaviour regarded as 
normal for an infant or toddler may be a sign of serious psychological problems in an 
older child (Puura, Almqvist, Tamminen, Piha, Kumpulainen, Rasanen, Moilanen & 
Koivisto, 1998). For example, depressive symptoms such as appetite change and sleep 
problems are not uncommon in preschool age children and, even if they occur in 
conjunction with other symptoms such as sad mood and irritability, it is a point of 
debate whether this constellation of symptoms signifies a true depressive state in a child 
of this age (Carlson & Garber, 1986).
Disagreement has arisen concerning whether depression in children should be classified 
according to criteria specific to children, or by standardised criteria used for diagnosis 
of adult depression such as DSM-IV (American Psychiatric Association, 1994) and 
ICD-10 (World Health Organisation, 1992). These diagnostic systems tend to be based 
on the view that the essential features of depression are similar in children, adolescents 
and adults (Kazdin, 1990). Instruments and rating scales have generally been developed
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to contain items necessary for diagnosis using one of these classification systems (Kent, 
Vostanis & Feehan, 1997).
However, problems may arise in using adult criteria to define current concepts of 
depressive disorders in childhood, although this is the approach commonly taken at 
present (Harrington, 1993). A literature review conducted by Birmaher and colleagues 
(1996) suggested some developmental differences in the phenomenology of adult and 
child depression. For example, psychosis, number of suicide attempts, lethality of 
suicide attempts and impairment of functioning seem to be more common in older 
children and adults, while younger children appear more likely to experience separation 
anxiety, phobias, somatic complaints, and behavioural problems.
Standard criteria do not necessarily take into account the unique characteristics of the 
manifestation of depression in children and adolescents, despite some symptom 
modifications for children. For example, a number of factors which appear to be 
discriminating for childhood depression (such as worries about aches and pains, feeling 
lonely and unloved, and concems about physical attractiveness) are not included in 
DSM diagnostic criteria (Kent et al., 1997). The application of adult classification 
systems to children may mean that signs and symptoms unique to children may be 
missed (Carlson & Garber, 1986). The fact that depression as a clinical syndrome can 
be diagnosed in children, adolescents and adults using the same criteria, as has been 
affirmed by several studies, does not mean that the clinical course does not vary with 
development (Kazdin, 1990; Angold, 1988). It may therefore be argued that a revision 
of these criteria may be necessary if they are to be used for the classification of 
childhood depression (Carlson & Garber, 1986).
A number of methods have been used to assess depression in adults, including self- 
report, measures of overt behaviour, biological and psychophysiological measures, 
assessment of neuroendocrine functioning, and electrophysiological recordings. Kazdin 
(1990) reports that evidence has been found in many of these areas that children 
experience depression in a similar way to adults. For example, it has been found that 
depressed children tend to engage in less social behaviour and show less affect-related 
facial expression than non-depressed children, and that children secrete excess cortisol
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during depressive episodes in a similar way to adults (Kazdin, 1990). In contrast, the 
use of electrophysiological recordings to evaluate sleep have not found the sleep 
characteristics of depressed children to mimic those of depressed adults (Kazdin, 1990). 
Adolescents, in particular, have been found to experience a number of symptoms in 
common with adult depressive syndromes, including decreased interest, diurnal 
variation, and a variety o f ‘vegetative’ symptoms (Borchardt & Meller, 1996).
While a large number of measures have been developed to assess depression in children, 
there remains mixed evidence for their discriminant validity, and some research 
indicates that they often fail to discriminate clinically depressed firom non-depressed 
individuals (Kazdin, 1990). The assessment of depression in young children may be 
particularly problematic, as young children often have limited ability to differentiate and 
describe basic emotions and to report on duration and past events (Harrington, 1993; 
Rutter, 1986). Depression may be particularly difficult to identify in young children 
compared to other conditions because it may involve not only feelings such as misery 
and unhappiness (which may be observable to some degree), but also a lowering of 
energy, a sense of rejection, and a negative self-image - symptoms which are clearly 
more difficult to observe (Rutter, 1986). The classification of childhood depression 
according to adult criteria is therefore based largely on the child’s ability to report these 
features accurately, which may be problematic, and on the reports of others.
Discrepancy between self report in children and reportins by parents and teachers
Despite possible difficulties in the child’s own report of his or her symptoms, the child’s 
own description of the problem is extremely important (Barrett, Bemey, Bhate, 
Famuyiwa, Fundudis, Kolvin & Tyrer, 1991). However, ability to describe phenomena 
related to depression clearly varies with age and developmental stage. For example, 
infants cannot give verbal accounts of their mood states, but it is therefore extremely 
difficult to determine whether they are therefore unable to express a depressed mood 
(Angold, 1988). Different kinds of evidence may therefore be required in order to make 
inferences about depressive phenomena, depending on the age and developmental stage
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of the child, and more research is clearly needed to determine the developmental 
substrates of mood (Angold, 1988).
Due to the difficulties of self-report methods, accounts fi*om parents and teachers may 
also be essential, particularly in order to gain information regarding the child’s 
development, behaviour at home, and functioning outside the home (Achenbach & 
Edelbrock, 1981). Most research indicates that parents generally report fewer 
depressive symptoms in their children than do the children themselves (Puura et al., 
1998). This may be due in part to the subjective nature of many of the feelings and 
experiences related to depression. The information given by parents may also be 
influenced by the parent’s own psychopathology, marital discord, stressors, and social 
support outside of the home, and therefore must be interpreted with caution (Birmaher 
et al., 1996; Kazdin, 1990).
Unlike adults experiencing depression, children usually have to rely on adults to 
recognise and seek help, and the tendency for parents and teachers to underestimate 
symptoms of depression in children may therefore be problematic. Parents may be 
more likely to seek help for problems which are more ‘annoying’ to them, such as 
behaviour problems, or that cause more concern, such as soiling, than for depressive 
symptoms per se (Puura et al., 1998). Research shows that the presence of a depressive 
disorder is rarely a sufficient reason for referral, and only a small proportion of 
depressed children ever see a mental health professional (Harrington, 1993). Children 
are more likely to be referred if displaying other difficulties or disorders associated with 
depressive symptoms, in addition to the depression itself.
Associated problems
Depression in children and adolescents tends to be associated with a range of other 
difficulties, including significant impairment of psychosocial functioning (Harrington, 
1993). Research has indicated that depressed children often show impaired functioning 
in family and peer relationships, problems in social interaction, behaviour problems, 
and decline in academic performance (Kovacs, 1997; Birmaher et al., 1996).
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Longitudinal studies have also found adverse effects on cognitive development among 
children experiencing depression (Harrington et al., 1998). However, it is often difficult 
to determine whether the psychosocial disturbances identified in research are sequelae 
or precursors of the disorders.
The widespread difficulties associated with childhood depression may have serious 
implications for the development of social-cognitive and interpersonal skills in the 
child. For example, the increased amount of time spent alone and the tendency to elicit 
overt negative reactions fi'om peers may be particularly detrimental at a time when the 
development of peer relationships and socialisation are extremely important (Kovacs,
1997). It has also been suggested that the attachment bond between parent and child 
may be disrupted by the inappropriate interpersonal behaviours associated with 
childhood depression (Kovacs, 1997).
In addition to these psychosocial difficulties, high comorbidity with other psychiatric 
disorders has also been established. In particular, it has been found that depressed 
children frequently experience anxiety and oppositional/ conduct disorders (Vostanis et 
al., 1996). This comorbidity has led some researchers to suggest that it may be more 
meaningful to classify symptoms and syndromes more broadly (for example, by 
referring to ‘internalising symptoms’), rather than referring to specific symptom 
patterns (such as ‘depression’ and ‘anxiety’) which are more difficult to distinguish 
(Kazdin, 1990). The decision to use broad or narrow categories may depend on the 
intended purpose of the assessment and classification. It is clearly important to 
determine the relationship between depression and other disorders in children -  for 
example, whether the depression is primary, and whether the supposedly nondepressive 
symptoms disappear when the depression remits -  in order to guide diagnosis and 
intervention (Rutter, 1986).
The association between depression in children and adolescents, and suicide (including 
suicidal ideation and suicidal attempts and suicide completion) has also been 
established. This is of particular concern given the increasing prevalence of suicide 
among young people in most Western countries which has been documented. Research 
suggests a strong association between depressive disorder and both attempted and fatal
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suicide in this age group (Kovacs, Feinberg, Crouse-Novak, Paulauskas & Finkelstein, 
1984a, 1984b; Harrington, 1993; Kovacs, 1997). Suicidal ideation appears common in 
both children and adolescents, while rates of suicide attempts increase in adolescent 
populations (Borchardt & Meller, 1996). There is some evidence that depression in 
children and adolescents is also associated with homicidal ideation, and abuse of 
alcohol and other substances, both later in adolescence and in adulthood (Birmaher et 
al., 1996).
Such findings suggest that depression in childhood and adolescence has important 
implications for public health, and highlight the importance of identifying children with 
depression and intervening as early as possible.
Treatment o f childhood depression
It could be argued that clinical diagnoses such as ‘depression’ are relevant only to the 
extent that they modify and inform clinical practice. The changes in attitude towards 
the possibility of depression occurring in childhood has prompted research and 
evaluation into the most appropriate and effective interventions (e.g. Harrington et al.,
1998).
It has yet to be determined which are the most effective treatments for depression in 
children and adolescents. Unlike in the treatment of adult depression. Tricyclic 
medication appears to be of uncertain benefit (Hazell et al., 1995), and may have 
adverse effects (Kutcher, 1997). One of the most promising psychological interventions 
appears to be individual cognitive-behavioural therapy, but no systematic studies have 
been carried out comparing psychological treatments and medication (Harrington, 
Whitaker & Shoebridge, 1998). More controlled investigations are clearly needed if the 
identification of clinical depression in children is to be of benefit in guiding 
interventions, and to answer clinical questions such as the recommended length of 
treatment, and the effects of comorbid diagnoses, age, gender, race, and other factors 
(Birmaher et al., 1996).
38
Academic Dossier: Chiidren, Adolescents and Families Essay
The apparent pervasive features of childhood depression and the possibility for 
abnormalities in many domains suggest the potential utility of treatments based on a 
wide range of models (including cognitive, family function, interpersonal, and 
psychodynamic) (Harrington et al., 1988). However, it has been suggested that rather 
than using adult-oriented models, treatments should be specifically adapted for 
depressed children and adolescents to target established characteristics such as 
depressive phenomenology, social impairment and negative thoughts (Vostanis et al., 
1996). The identification of cognitive processes associated with depression in children 
may provide a useful theoretical basis for planning treatment strategies (Harrington et 
al., 1998).
The finding that only a minority of children with identified symptoms of depression 
attend conventional child and adolescent mental health services means that alternative 
means of addressing the problem of childhood depression may need to be found. This 
may include the provision of interventions in school settings, and the implementation of 
preventative strategies, which could specifically target families identified as ‘at risk’ 
(Harrington et al., 1998).
Unfortunately, due to a lack of controlled trials and follow-up data, it is not yet clear 
whether psychological treatments have a significant impact on the course of depression 
in childhood. It is important to understand more about the natural course of depression 
throughout childhood and into adulthood in order to appreciate further the relevance of 
such symptoms.
Developmental course of depression
Research suggests that depression experienced in childhood tends to be self-limiting, 
but with a strong likelihood of recurrence both in later childhood and in adulthood 
(Harrington, 1993; Kovacs et al., 1984a). Up to 50% of children may have a recurrence 
of depression within a few years of recovery (Kovacs et al., 1984b; Birmaher et al., 
1996). There is also evidence from prospective studies that a number of the correlates 
of childhood depression are likely to continue following initial recovery, including
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negative attributions, impairment in interpersonal relationships and impairment in 
global functioning (Birmaher et al., 1996).
Early experiences of depression may be linked with difficulties later in life in a number 
of ways: depressive episodes may persist into adult life; they may lead to altered 
patterns of behaviour; they may lead to changed family circumstances which may then 
predispose to later disorder; they may alter sensitivities to stress or modify styles of 
coping; they may alter the individual’s self-concept, attitudes, or cognitive set which in 
turn may influence the response to later situations; or they may effect later 
environments or opportunities (Rutter, 1986). However, while the issue of continuity 
between childhood and adult depression may have important implications for aetiology 
and treatment, it should be stressed that it is not necessary for a disorder to persist into 
adulthood for it to be considered a valid and relevant entity in its own right during 
childhood (Carlson & Garber, 1986).
Difficulties with research into childhood depression
The issues discussed above should be considered in the context of the lack of research 
into childhood depressive disorders until quite recently, and the potential difficulties 
with many of the studies that have been carried out. One difficulty with the research in 
this area is the use of different methods of assessment, and different classifications and 
criteria for defining depression. A range of sources of information are also used, 
including child self-report, parent reports, teacher reports, peer reports, and professional 
assessment, with some studies using one of these methods and others using multiple 
sources. Comparing studies, and determining the prevalence of depression as a disorder 
in children and adolescents, is therefore very difficult.
A fiirther problem is that of definition. Angold (1988) identified eight distinct uses of 
the term ‘depression’, ranging from ’depression’ as a description of the low end of the 
ordinary fluctuations of normal mood, to ’depression’ as a disease or as a cause of 
handicap. Any of these terms may be the intended meanings when used by researchers
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or participants, which may explain some of the variability in the rates of childhood 
depression reported.
In research in this area low sample sizes are common, leading to limitations in statistical 
power. The selection of participants and the use of diverse populations (including 
community, clinic-referred and psychiatric populations) add further confusion. 
Furthermore, some research has considered children and adolescents as one ‘group’, 
while others divide the two or consider developmental stages in more detail. This 
makes it more difficult to increase our understanding of the similarities and differences 
between depression in pre-adolescents, adolescents, and adults.
Research to date has largely assumed that diagnostic criteria originally developed for 
adults (e.g. DSM-IV) can be applied to children and adolescents, an assumption which 
may be problematic for reasons already discussed. In addition, assessment and 
classification may vary according to the use of categorical or dimensional approaches. 
For example, the categorical approach determines whether a child meets the criteria for 
depression as a disorder according to a diagnostic system, while the dimensional 
approach defines depression along a continuum relating to severity (Kazdin, 1990). The 
system used could lead to quite different findings and conclusions and is therefore an 
important consideration in research.
Conclusions
The debate regarding the occurrence and relevance of ‘clinical depression’ in children 
and adolescents is in its early stages, and further research is clearly needed to clarify the 
issues. It would be difficult to argue that a disorder which is generally of a long 
duration, which causes problems in everyday living, which has developmental costs, a 
high risk of recurrence and increased likelihood of suicidality has little relevance. 
Recent research has indicated that such a disorder -  classifiable using traditional criteria 
as ‘clinical depression’ -  does occur in childhood and adolescence, and in fact may be 
more prevalent than previously assumed.
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However, it is important to distinguish between depressive ‘symptoms’, which do 
appear to occur frequently in early and middle childhood and increasingly in 
adolescence, and depression as a ‘syndrome’. Research into childhood depression is 
frequently unclear in the definition of depression used and often confuses depressive 
symptoms with a diagnosable syndrome of depression.
The progress in our understanding of childhood depression has emerged largely from 
taking concepts, methods of assessment and classification, and models of intervention, 
from the study of adult depression. This approach has led to the identification of both 
continuities and differences between depression occurring in childhood, adolescence 
and adulthood. However, it may not be sufficient to simply extend adult concepts into 
childhood, or to know that depression similar to that occurring in adults can be 
identified in children. Further investigation into the presentation and meaning of 
symptoms across the age span is clearly required. The questions remain: how much 
overlap in manifest symptomatology is necessary in order to consider adult depression, 
adolescent depression and childhood depression the same disorder (Carlson & Garber, 
1986), and is this comparison a useful approach to take at all?
Early evidence indicates that psychosocial and, in some cases, pharmacological 
interventions may be vital to the acute and long-term course of depression in children 
and adolescents. The high degree of comorbidity and the psychosocial and academic 
consequences illustrate the importance of acknowledging depression as a phenomenon 
that can occur in childhood, identifying it early, and offering appropriate interventions 
and follow-up. While the literature indicates that the clinical course of childhood 
depression tends to be characterised by short-term remittance, the likelihood of 
recurrence of symptoms, the continuation of depressive illness into adulthood, and the 
high rate of suicide, indicate that the problem is of high relevance and requires further 
consideration.
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Introduction
A large percentage of the population in the industrialised world will suffer from chronic 
pain at some time in their lives. By definition, chronic benign pain is pain that has 
lasted at least six months and is associated with a multitude of pain-related problems. 
While many chronic pain sufferers do not complain of significant deterioration in their 
quality of life, the potential consequences for the individual and for society may include 
loss of industrial output, increases in sickness benefits, financial worries, increased use 
of health service resources, and feelings of anger, fiustration and helplessness.
Chronic pain has a number of characteristics that are important when considering 
potential interventions. Individuals experiencing chronic pain generally have no certain 
explanation of the causes, natural histories or probable outcome of their condition, 
which may contribute to high levels of psychological distress, functional disability, 
demoralisation, and reluctance to collaborate actively with health care providers 
(Bradley, 1996). The individual’s relationship with partners, family members, friends 
and employers may also be affected. Strategies that are effective in coping with acute 
pain, such as excessive rest, reduced activity, and seeking of medical input, are 
generally increasingly unhelpful as the pain persists and becomes chronic.
Interventions based on a cognitive-behavioural model of chronic pain have been 
developed for a variety of chronic pain problems, including low back pain, 
fibromyalgia, osteoarthritis, and rheumatoid arthritis. In order to evaluate the benefits 
and limitations of such approaches it is necessary to consider the historical development 
of the cognitive-behavioural model and alternatives, the application of this theoretical 
model to clinical interventions, research investigating the effectiveness of such 
interventions, and issues arising from this research.
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Theories o f chronic pain
Early theories of chronic pain tended to focus completely on either physical or 
psychological factors (Turk & Rudy, 1992). The biomedical model of pain assumed a 
linear relationship between actual biological pathology and pain perception. A number 
of features of pain were later highlighted which made such a model inadequate, 
including the finding that individuals vary widely in their reports of pain severity 
despite having equivalent degrees and severity of tissue pathology.
Purely psychogenic models have, meanwhile, suggested the concept of a “pain prone” 
personality, concluding that certain individuals may be predisposed to experience 
chronic pain due to their family history and particular psychological characteristics 
(Engel, 1959; Blumer & Heilbronn, 1982).
Behavioural models of pain have included the operant conditioning view which focuses 
on overt manifestations of pain rather than the subjective experience of pain (Fordyce, 
1976). These behavioural manifestations of pain, or “pain behaviours” (for example, 
the avoidance of activity or the seeking of help) are thought to be maintained by 
positive and negative reinforcement even in the absence of nociception (i.e. the sensory 
phenomenon of pain). However, this purely behavioural model has been criticised for 
ignoring the affective, cognitive, and to some extent the sensory components of the pain 
experience (Turk & Rudy, 1986). It has also been suggested that cognitions such as 
expectations of pain increase, beliefs about one’s capacity to control pain, and memories 
of previous aversive or painful experiences are of great importance in determining pain 
behaviour, and particularly avoidance (Philips, 1987).
Increasing realisation that neither purely physical nor psychological factors can explain 
adequately the complex phenomenon of chronic pain has led to models which attempt to 
integrate biomedical with cognitive, affective and behavioural factors (Turk & Rudy, 
1992). One of the most widely accepted of these multidimensional models is the Gate 
Control Model proposed by Melzack and Wall (1965). The model suggests that the link 
between nociceptive stimulation and the subjective experience of pain is modulated by a 
number of processes in addition to the central nervous system, including motivational-
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affective, cognitive-evaluative and sensory-discriminative systems (Melzack & Wall, 
1983).
The coenitive behavioural model as avvlied to chronic pain
The cognitive behavioural model of chronic pain incorporates physiological, 
psychosocial and behavioural factors and the interrelationships between these factors, 
and is consistent with the gate control model described above. The cognitive model 
views individuals as active processors of information. Individuals experiencing chronic 
pain may have negative expectations about their ability and responsibility to exert any 
control over their pain, which may impact on other cognitions, behaviour, reactions to 
nociceptive stimulation, and psychological distress (Turk & Rudy, 1992). Cognitive 
interpretations may also affect physiological processes by increasing nervous system 
arousal and reducing activity levels (thus reducing muscle flexibility, strength and tone). 
Within this model it is suggested that individuals’ interpretation of events, rather than 
just the events themselves, influence their behaviour and emotions; various cognitive 
experiences are therefore relevant to the experience of pain, including focus of attention, 
beliefs, attributions, expectations, coping self-statements, images, and problem-solving 
(Turk, Meichenbaum & Genest, 1983). The model can therefore explain discrepancies 
in individuals’ reports of pain despite equivalent nociceptive input. A further benefit of 
the model is its emphasis on the cyclical, longitudinal impact of pain rather than taking 
a cross-sectional snapshot of the pain experience (Turk & Rudy, 1986).
A growing amount of research has investigated the contributions of individuals’ 
attitudes, beliefs, appraisals, self-perceptions and coping strategies to the experience of 
chronic pain (Turk & Rudy, 1992). It has been suggested that these cognitive factors 
may be important on a number of levels, in terms of an individual’s perception, 
experience and response to both noxious sensations themselves, and to treatment (Turk 
& Rudy, 1992). Cognitive processes relevant to chronic pain patients may include 
thoughts, self-statements and evaluations when in pain; beliefs, interpretations and 
attributions about their pain or medical condition; and cognitive appraisals regarding the 
impact of pain on their lives (Turk & Rudy, 1986).
49
Academic Dossier: Chronic Pain (Speciaiist) Essay
Individuals’ attitudes and beliefs relating to their understanding of their current 
situation, to the health care system, to appropriate behavioural responses to disease, and 
to their own capabilities, have received increased attention within the cognitive- 
behavioural model of chronic pain (Turk & Rudy, 1986). Support for the relationship 
between cognitions and pain, fundamental to the cognitive-behavioural model, comes 
from research indicating that individuals who report a higher number and frequency of 
negative thoughts (including negative self-statements and negative social cognitions) 
report increased severity of pain and psychological distress (Gil, Williams, Keefe & 
Beckham, 1990).
Researchers have attempted to investigate the ability of cognitive variables to predict 
pain and disability in chronic pain sufferers. For example, Flor and Turk (1988) found 
two types of cognitive variables (i.e. situational pain-related self-statements and more 
general pain-related perceptions of control) to be highly related to reports of pain 
severity and disability, both for chronic back pain patients and rheumatoid arthritis 
sufferers. In this study, disease-related measures explained much smaller proportions of 
the variance in pain and disability levels and did not significantly contribute to the 
proportion of variance already explained by the cognitive variables. These findings 
must be interpreted with caution due to the fairly small sample sizes, the lack of male 
patients in the samples, the exclusive reliance on self-report measures, and the fact that 
no causal relationship can be implied. However, the findings are suggestive of 
significant associations among pain-related cognitions and pain and disability levels, 
which lends support to a cognitive-behavioural model of chronic pain.
Treatment approaches based on the CBT model
The theoretical model adhered to by professionals should clearly determine the type of 
intervention applied. Biomedical approaches have therefore focused on identifying any 
tissue pathology and treating this pathology using surgical techniques, medical 
treatments and analgesics. According to such models, where insufficient physical 
pathology is found to explain the individual’s reported pain, it may be suggested that the
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reports are motivated by some secondary gain resulting in symptom exaggeration or 
malingering (Turk & Rudy, 1992).
Behavioural models have led to treatment approaches based on changing an individual’s 
pain behaviour through the use of conditioning. Such approaches have been shown to 
have some success (Keefe & Williams, 1989), but may be criticised for focusing 
exclusively on motor behaviour rather than the subjective experience of pain, and for 
proposed difficulties with patient acceptance and maintenance of gains (Turk & Rudy,
1992). It has been speculated that the neglect of cognitive variables may contribute to 
the lack of effectiveness found for some behavioural pain management programs (Flor 
& Turk, 1988).
Cognitive-behavioural interventions vary widely and are provided in a range of 
environments. However, such interventions all share a set of theoretical assumptions 
relating to interactions among cognitions, behaviours and environmental events 
(Bradley, 1996). They may also share common components, including education, skills 
acquisition, cognitive and behavioural rehearsal, and strategies for generalisation and 
maintenance (Bradley, 1996).
The aim of such interventions is generally not to relieve pain completely but to enable 
the chronic pain sufferer to improve the quality of his or her life despite pain (Williams,
1993). Programmes tend to focus on facilitating adaptive coping in chronic pain 
patients by attempting to alter the cognitions that may be associated with dysfunctional 
adjustment, enhancing an individual’s use of specific coping strategies and confidence 
in the ability to cope (Turk & Rudy, 1992). The modification of cognitions may occur 
both explicitly, via techniques such as cognitive restructuring and coping self-statement 
training, and indirectly as a result of patient education and other treatments (Turner & 
Jensen, 1993). The cognitive-behavioural approach in practice generally encompasses 
aspects of both operant theory and the gate control theory, while placing additional 
emphasis on the cognitive and affective factors that influence behaviour.
One of the primary goals of the cognitive-behavioural approach is to help individuals to 
develop the expectation that they can help to manage their problems effectively, which
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may be particularly important for chronic pain patients who often enter treatment 
programmes with the belief that their problems are unmanageable (Bradley, 1996). It 
has been proposed that self-efficacy, locus of control and beliefs about coping may all 
influence individuals’ reactions to chronic pain and may also be a useful focus of 
treatment (Keefe, Dunsmore & Burnett, 1992; Dolce, 1987).
It has been suggested that it may be beneficial to customise the focus of cognitive- 
behavioural interventions to the individual, according to their particular patterns of 
maladaptive thinking (Ingram, Atkinson, Slater, Saccuzzo & Garfin, 1990). For 
example, chronic pain patients with depression may benefit more fi’om approaches 
aimed primarily at correcting cognitive distortion and modifying negative automatic 
thinking, while such a focus may be less appropriate for those who are not depressed 
(Rudy, Kerns & Turk, 1988).
Cognitive-behavioural interventions may be provided on either an inpatient or 
outpatient basis. Inpatient programmes have the potential advantage of offering the 
patient an opportunity to “examine and change long-established habits of activity, 
inactivity, and the beliefs associated with those habits, and to do so in a setting free of 
some of the external factors which perpetuate those habits” (Williams, 1993, p. 114). 
Such programmes may also be more practical due to the considerable difficulties that 
many chronic pain patients have in travelling even short distances. However, some of 
the potential difficulties with the inpatient approach include possible encouragement of 
reliance on professionals and the health care system. The patient will also have to 
eventually return to his or her old environment, and it may be difficult to determine 
whether changes in behaviour and cognitions occurring as an inpatient will be 
sufficiently resilient to persist when they leave the inpatient setting (Williams, 1993).
Effectiveness of interventions for the manasement of chronic pain
A thorough review of the literature regarding the efficacy of cognitive-behavioural 
interventions and other treatments for chronic pain is beyond the scope of this paper. 
Drawing conclusions from the large number of studies available is complicated further
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by the lack of consistency in the existing research in terms of the outcomes measured, 
the type of intervention investigated, and the type of pain or condition included. Some 
examples of the studies available will be discussed below, including individual studies 
investigating the effectiveness of cognitive-behavioural interventions alone, meta­
analyses of the effectiveness of cognitive-behavioural interventions, studies comparing 
cognitive-behavioural interventions with other types of intervention, research 
considering the maintenance of treatment gains, and studies investigating the correlates 
of improvement.
The effectiveness of cognitive-behavioural interventions
A study by Skinner and colleagues in the UK investigated the effects of an outpatient 
cognitive-behavioural programme for a relatively small heterogeneous group of chronic 
pain patients (Skinner, Erksine, Pearce, Rubenstein, Taylor & Foster, 1990). No control 
groups were used, although the authors did measure change on the dependent variables 
during a four week pre-treatment period, during which there were no significant 
changes. The authors also argue, as do many researchers in the field, that all patients 
had failed to respond to standard conventional treatments given over a number of years 
prior to taking part in these programmes. Significant improvement was found post­
treatment for measures of analgesic consumption, anxiety, depression, physical 
disability and coping skills, but not for pain intensity. These findings may lend support 
for models of pain emphasising the independence between the affective, cognitive and 
behavioural aspects of pain.
Research investigating the effectiveness of interventions for chronic pain have generally 
concluded that there is considerable evidence for the efficacy of cognitive-behavioural 
interventions in restoring function and mood, reducing pain, and changing “pain 
behaviours” (Morley, Eccleston & Williams, 1999). However, few of these research 
studies have included control groups or randomisation to treatment conditions (Morley, 
Eccleston & Williams, 1999). Moreover, techniques are often applied in the context of 
a “treatment package” approach incorporating a variety of different methods, which 
makes the evaluation of specific techniques difficult.
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Meta-analvses considering the effectiveness of cognitive-behavioural interventions 
Several meta-analyses of cognitive-behavioural interventions for chronic pain have been 
carried out. Flor, Fydrich and Turk (1992) focused on psychological interventions 
provided within multidisciplinary pain clinics, and concluded that such interventions are 
efficacious in terms of mood, behaviour, pain ratings, and drug and health care use, 
even in long-term follow-up. This review included uncontrolled studies, and excluded 
headache pain.
Turner (1996) carried out a more specific review of randomised controlled trials 
focusing on educational, behavioural and cognitive interventions for chronic low back 
pain only, and in a primary care setting. This review found benefits for such 
interventions in terms of changes in behaviour, pain ratings and drug and health care 
use, but found no significant effect on mood. However, the primary care patients 
included in these studies generally had low scores on the depression measures at intake, 
and a floor effect may therefore have been evident.
More recently, a meta-analysis has been conducted to compare the effectiveness of 
cognitive-behavioural interventions with waiting list control and alternative treatment 
control conditions (Morley, Eccleston & Williams, 1999). The authors concluded that, 
compared with alternative treatments, cognitive-behavioural interventions led to 
significantly greater changes in pain experience, positive cognitive coping and 
appraisal, and reduced behavioural expression of pain, while no significant differences 
were evident for mood and affect, negative cognitive coping and appraisal, and social 
role functioning. When compared with waiting list controls, meanwhile, cognitive- 
behavioural interventions were found to have significantly more benefit in all of the 
above domains. This meta-analysis did not include studies of chronic headache 
patients, and included under the definition of cognitive-behavioural therapy any 
interventions including cognitive techniques, behaviour therapy or biofeedback (which 
in practice could cover quite different interventions in terms of theoretical basis and 
specific techniques).
One of the limitations with all of these meta-analytic reviews is their inclusion of a wide 
range of interventions and sites of pain. The studies included in such analyses vary
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greatly in terms of whether treatment is delivered individually or solely in groups, 
treatment duration, training and profession of therapists, and age and chronicity of 
patients. Furthermore, due to the diversity of clinical practice and research studies in 
this field, the ideal meta-analysis (i.e. conducted on a single common measure of 
interest such as pain intensity, and based on a comparison of a single well specified 
treatment and control) is difficult to carry out (Morley et al., 1999).
Cognitive-behavioural interventions compared with other treatments 
A significant amount of research has been carried out to determine the effectiveness of 
cognitive-behavioural interventions in comparison with other treatments, such as 
relaxation training, operant based techniques and biofeedback. For example. Turner and 
Jensen (1993) carried out a relatively well designed study comparing the effects of 
outpatient group cognitive therapy, relaxation training, a combination of the two, and a 
waiting list control group. Patients were randomly allocated to conditions, and both 
self-report and observational measures were obtained pre-treatment, post-treatment and 
at follow-up. Results of this study suggested that in the short term neither the cognitive 
intervention nor relaxation training (nor a combination of the two) altered cognitive 
errors, depression, disability or pain behaviours to a significantly greater extent than the 
waiting list control condition. All treatments did lead to a significantly greater 
reduction in self-rated pain intensity than the control group, with no significant 
difference between them. The three treatment conditions also retained the improvement 
with no significant difference at follow-up. Care should be taken in generalising fi*om 
these results, however, as this study was carried out on what the authors describe as a 
“mildly disabled” low back pain patient group only. This also meant that, as the authors 
note, scores on the pre-treatment measures were generally so low that significant post­
treatment changes would have been difficult to achieve.
Cognitive-behavioural interventions have also been compared with operant behavioural 
treatment by Turner and Clancy (1988), who carried out a randomised controlled study 
with outpatient low back pain patients. This study’s particular strengths include the 
inclusion of objective as well as subjective outcome measures (including self-report, 
spouse-report and observer ratings), and a detailed description of the treatment 
protocols. Both treatment conditions resulted in significant and equivalent
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improvement at twelve month follow-up in terms of physical and psychosocial 
disability, although only the operant condition was significantly more effective than the 
waiting list control immediately post-treatment. This may suggest differential change 
processes for different treatments and highlights the importance of investigating long­
term effects in addition to immediate effects of treatment. The authors note, however, 
that the population from which their sample was drawn may not be representative of 
patients seen in pain clinics (in terms of the severity of their pain and dysfunction) and 
may have been more capable of spontaneous improvement.
The research generally appears to indicate that cognitive-behavioural techniques, 
relaxation training, operant strategies and biofeedback all appear superior to control 
conditions on a number of outcome measures, while none of these approaches appear to 
have a consistent advantage over the others (Keefe, Dunsmore & Barnett, 1992). 
However, it could be argued that this is consistent with the cognitive-behavioural model 
of chronic pain, as behavioural interventions such as activity-rest cycling that can 
contribute to decreases in pain may also result in decreases in negative thoughts and 
other cognitions (Gil et al., 1990).
Maintenance of improvement
Cognitive-behavioural approaches to the treatment of chronic pain aim to provide 
individuals with the skills to respond not only to their current problems but also to 
difficulties that may arise after the end of treatment (Bradley, 1996). Such approaches 
may therefore be expected to improve the likelihood of treatment gains being 
maintained. However, evidence for the long-term effects of cognitive-behavioural 
interventions remains mixed. Several studies have shown that the effects of cognitive- 
behavioural interventions tend to diminish over time, although maintenance may be 
improved via the continued practice of relaxation skills and coping strategies after 
completion of treatment (Bradley, 1996).
Keefe and Van Horn (1993), in a review of long-term outcomes with rheumatoid 
arthritis patients, suggest that treatment gains evident following programmes of 
cognitive-behavioural therapy may not be maintained at follow-up. It appears that such 
patients may vary in their long-term response to cognitive-behavioural interventions
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depending on a number of potential factors, including level of disease activity, self- 
efficacy, the use of pain coping strategies and perceived control over the pain (Keefe & 
Van Horn, 1993). These authors suggest that strategies for enhancing maintenance 
should be incorporated into all pain management programmes, including behavioural 
rehearsal, self-monitoring, and possibly booster sessions and behavioural spouse 
training.
Holroyd and Andrasik (1982), meanwhile, found cognitive-behavioural therapy to be 
superior to biofeedback in maintenance of gains two years following treatment (in terms 
of self-reported headache symptoms) for chronic tension headache sufferers. Those 
who had received the cognitive-behavioural intervention also reported continuing to use 
the strategies they had learned at follow-up. Unfortunately, this study suffers from very 
small numbers and no control group.
Correlates of improvement
There appears to be considerable evidence that chronic pain patients can benefit to some 
degree from pain programmes in terms of their physical and psychological functioning, 
yet the specific components and processes involved in such improvement remain 
unclear (Jensen, Turner & Romano, 1994). According to the cognitive-behavioural 
model, any improvement is assumed to be due, at least in part, to changes in patients’ 
pain beliefs and coping strategies. For example, an individual’s beliefs about the cause 
and future course of their pain symptoms may predict response to and compliance with 
treatment (Keefe, Dunsmore & Burnett, 1992). However, little research has been 
carried out to investigate this assumption and there remains a lack of clear 
understanding regarding which cognitions change and how these changes relate to 
treatment effects and improved adjustment to pain (Turk & Rudy, 1992).
Some support for the cognitive-behavioural model is provided by Jensen and his 
colleagues (1994), who found improvement in physical and psychological functioning 
and decreased health care utilisation to be associated with changes in participants’ 
beliefs and cognitive coping strategies. However, there are a number of limitations with 
this study which apply to much of the chronic pain literature. Firstly, only self-report 
measures were used and some of these were single-item rating scales with questionable
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reliability. The authors’ claim of an improvement in “psychological functioning” is 
based solely on scores on the Beck Depression Scale. Secondly, the study reported on a 
heterogeneous group of pain patients who varied greatly in age, pain duration, site of 
pain, litigation status, and other important variables. By considering only group 
changes and including all the patients in each analysis, there is a risk that individual 
response patterns are obscured. Finally, while the results indicate an association 
between changes in cognitions and overall improvement, a causal relationship cannot be 
assumed.
Cognitive factors such as beliefs and expectancies may play an important role in the 
treatment process and may act as facilitators or impediments to improvement. For 
example. Degood and Kieman (1996) found that chronic pain patients who attributed 
blame for their pain to somebody else reported significantly more concurrent distress, 
less expected benefit from treatment and more incidents of being made worse by 
previous treatment compared to patients who identified no fault source.
Limitations with research
Controlled experimental designs are very difficult to apply to research in this area and 
are rarely used in studies evaluating the effectiveness of programmes for chronic pain. 
It is therefore often difficult to determine whether changes observed in these studies are 
due to the treatment programme or are strongly influenced by other factors such as 
compensation or litigation issues, attitudes towards the programme, family 
reinforcement of illness behaviour, or availability of vocational opportunities (Jensen et 
al., 1994).
Questions have also been raised regarding the fidelity of treatments (i.e. whether they 
are conducted in a consistent and specified manner), as without treatment fidelity it is 
difficult to meaningfully compare the findings of studies (Turk, Rudy & Sorkin, 1993). 
Two treatments may vary markedly from each other in terms of factors such as content, 
quality, length and staffing despite both claiming to be cognitive-behaviourally oriented 
(Turk et al., 1993). Treatment comparison or evaluation studies in the chronic pain
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literature have frequently failed to report the details of the programme used, making 
replication, comparison and generalisation difficult. It is also very difficult from the 
existing studies to isolate and evaluate specific components of pain programmes and to 
assess the particular contribution of cognitive factors, particularly when programmes 
take a “package” approach to treatment.
The proliferation of measures which have been developed and used in research relating 
to cognitions and pain can make the results difficult to compare and interpret (Turk & 
Rudy, 1992). Despite an increase in measures available to assess pain, it appears that 
advances in pain assessment have failed to keep pace with theoretical and therapeutic 
requirements (Turk & Rudy, 1986). Further valid and reliable measures are needed to 
assess the cognitive component of pain, the cognitive consequences of pain, and 
individuals’ appraisals of the impact of pain on their lives (Turk & Rudy, 1986).
Many researchers in the field of pain research have employed general measures which 
were not designed for use with this population, such as the Minnesota Multiphasic 
Personality Inventory (MMPI) and the Beck Depression Inventory (Beck, Ward, 
Mendelson, Mock & Erbaugh, 1961). Such measures were standardised on psychiatric 
populations, from which those with physical illness or disability were excluded as 
somatic symptoms count towards the total score of psychological disturbance (Turk, 
1990; Williams, 1993). Scores of patients with general medical problems may therefore 
be misleading.
The generalisability of the findings may also be problematic, as patients referred to pain 
clinics, those recruited from primary care or advertisements, patients excluded from 
studies, and patients who drop out may all be very different populations. Even less is 
known about the many individuals who experience chronic pain yet never seek 
treatment or do not get referred to pain services, and how this population differs from 
patients taking part in pain programmes. A similar difficulty arises with studies making 
follow-up evaluations, which are commonly based on less than 30% of the originally 
treated population, raising questions about the generalisability and conclusions drawn 
from such studies (Turk et al., 1993).
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Additional issues relate to the possible natural course of chronic pain and of some of the 
physical conditions included in the research. There may be particular difficulties with 
demonstrating the maintenance of treatment gains with rheumatological disorders and 
other chronic pain conditions due to the decline in health status over time or the pattern 
of flare-ups and remission that is part of the natural history of such conditions (Bradley, 
1996). Turner and Jensen (1993) also point out that people may be more likely to enter 
pain management programmes when their pain is relatively worse, and it may therefore 
be difficult to distinguish treatment effects from spontaneous improvement.
Furthermore, both research and interventions have tended to focus on a generic, 
homogeneous group of patients experiencing chronic pain, and to rely almost 
exclusively on the investigation of group effects (Turk & Rudy, 1992). Such an 
approach may ignore the wide individual variation of chronic pain patients who may be 
considerably different in their medical diagnoses, site of pain, and overall experience of 
pain. Given this wide variation, and the limited samples used in these studies, it is 
likely that important individual variation and subject-treatment interactions may be 
masked (Turk & Rudy, 1992). It may be important to measure clinical as well as 
statistical significance of changes following treatment by considering, for example, the 
extent to which interventions restore adequate or acceptable levels of functioning for 
each patient (Turk, Rudy & Sorkin, 1993).
Further issues to consider
An important consideration when developing interventions for people with chronic pain 
is whether a generic approach to treatment is likely to be useful, or whether 
interventions need to be closely tailored to individuals according to the site of their pain, 
their medical diagnosis, and other biomedical, psychosocial and behavioural factors 
(Turk & Rudy, 1992). Customising treatments to particular characteristics of patients 
makes intuitive sense given the wide variation in people suffering from chronic pain, 
and should be based on theoretical rationales and empirical data. For example, if the 
rationale for treating people with tension headaches with biofeedback is related to our 
knowledge of the impact of biofeedback on maladaptive muscular activity, then it
60
Academic Dossier: Chronic Pain (Specialist) Essay
follows that biofeedback should only be offered to patients who demonstrate 
maladaptive muscular activity (Turk, 1990).
Designing individual interventions requires empirical data that consistently link 
patients’ characteristics with successful outcome (Turk, 1990). Unfortunately, such 
data remains difficult to obtain. The common practice is, instead, to treat chronic pain 
patients as a homogenous group and to view chronic pain as a specific syndrome, a 
practice that has been referred to as the “patient uniformity myth” (Turk, 1990; Gamsa,
1994). Following on from this assumption, chronic pain patients are often treated in 
multidisciplinary pain clinics that often offer the same treatment programme to 
everybody regardless of variation in diagnoses, location of pain and a wide range of 
demographic and individual differences. It seems understandable, therefore, that 
treatment outcomes of such programmes have been shown to be highly variable (Turk, 
1990). Further research and clinical investigations are needed to determine the relative 
utility and efficacy of different treatment modalities based on matching combinations of 
treatment modalities to patient characteristics and classification so that pain 
interventions can best meet individual needs (Turk, 1990).
Many of the individuals attending cognitive-behavioural interventions or multi­
disciplinary programmes for chronic pain have been experiencing chronic pain for many 
years. The timing of any intervention offered may be important, and it has been 
suggested that applying interventions as a preventative measure to pre-empt the 
establishment of chronic pain by disrupting the process of chronicity may be more 
beneficial (Skevington, 1995). Further research is needed to clarify the psychological 
variables which may increase a patient’s risk for developing a chronic pain problem, 
thus enabling preventative interventions that are economically viable (Gamsa, 1994).
The practice of encouraging spouses or relatives in treatment programmes remains 
variable. Behavioural models that emphasise the reciprocal influence between the 
behaviour of chronic pain sufferers and others, advocate the involvement of family 
members in treatment. Some research indicates that the participation of spouses in 
behavioural programmes can enhance treatment outcomes in terms of disease activity 
(e.g. Radojevic, Nicassio & Weisman, 1992), while others have found that the addition
61
Academic Dossier: Chronic Pain (Specialist) Essay
of a spouse has little impact on the efficacy of cognitive-behavioural interventions 
(Moore & Claney, 1985). However, Turk (1990) points out that no effort has generally 
been made in such studies to take into account gender or the quality of the marital 
relationship. There is some evidence that a correlation between operant reinforcement 
factors and reports of pain and activity levels may only be present in couples who rate 
their marital relationship as satisfactory or better (Flor, Turk & Rudy, 1989). It may be 
that the importance of including family members in treatment is dependent on the 
unique clinical problems of individual patients, with patients whose families particularly 
promote dysfunctional pain coping responses potentially obtaining greater benefit 
(Radojevic et al., 1992).
In the field of chronic pain, the definition of outcome criteria is complex as 
interventions are rarely offering a complete “cure”. Turk and his colleagues (1993) 
illustrate the point that the definition of “treatment success” reflects the agenda and 
relative values of the different parties involved, including the patient, family members, 
professionals, and those funding treatment. There may be a risk for interventions to be 
aimed less at achieving patient well-being than at attaining “positive outcome”, which 
may present a conflict of interests when the primary goal of those funding programmes 
is to return patients to work or decrease the use of health resources (Gamsa, 1994).
Cognitive-behavioural models of chronic pain have traditionally focussed primarily on 
the individual. It has been suggested that such approaches are insufficient as they do 
not take into account personal, interpersonal, group and intergroup factors. For 
example, few attempts have been made to incorporate information about changing 
cultural norms in our understanding of the results of pain management programmes, and 
in practice it appears that cognitive-behavioural interventions rarely incorporate any 
means of evaluating the dynamics of the ongoing interactions between patients and their 
doctors, family members and work colleagues (Skevington, 1995). It is important for 
both research and clinical practice to see pain sufferers as “members of their society in 
the fullest sense of the word, rather than operating in a socially sterile and artificial 
apolitical, acultural, non-ideological black box, as has commonly been the case” 
(Skevington, 1995,p.295).
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Conclusions
Cognitive-behavioural models of chronic pain have contributed to our understanding of 
the factors that may mediate between pain severity and adjustment. There is evidence 
to suggest that beliefs, cognitions and coping strategies are associated with adjustment 
in chronic pain patients, although the strength and nature of this association remains 
unclear.
Research investigating the impact of interventions for chronic pain has shown large 
variation in outcome even when evaluating intervention strategies that are supposedly 
the same. This finding could be due to the issues discussed above, or may indicate that 
some unspecified variables (whether relating to the patients, treatment, or research 
design) have a significant impact on treatment outcome (Turk et al., 1993). A definitive 
comment on the benefits, limitations and effectiveness of cognitive-behavioural 
interventions for chronic pain is therefore not possible at this time.
Chronic pain appears to be a complex, subjective phenomenon that is uniquely 
experienced by each individual. Optimal treatment planning and evaluation of 
treatment outcome will therefore require knowledge about the individuaTs idiosyncratic 
appraisals of their pain and his or her idiosyncratic coping repertoires (Turk & Rudy, 
1986). While the cognitive-behavioural model has contributed significantly to such an 
understanding, continued research is needed before the complexities of the condition of 
chronic pain can be fully appreciated and used to guide effective interventions.
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Introduction
Dementia is characterised by neurological changes leading to a progressive decline in 
cognitive ability, often accompanied by deterioration in social and personal skills 
(Sixsmith, Stilwell & Copeland, 1993). There is, however, considerable variation both 
within and between diagnostic categories, relating to the type of neurological 
impairment, the profile of decline, changes in cognition, behaviour and personality, and 
a whole range of personality traits, experiences and attitudes relating to their previous 
lives (Morris, 1996; Woods, 1999). It would seem that the biomedical model of 
dementia focusing on neuropathy alone cannot explain the manifestation of dementia, 
and that a more complex interaction including social and psychological factors is 
involved (Kitwood, 1997; Sixsmith et al., 1993).
The increasing number of older people within the population, and the subsequent 
increase in cases of dementia, has implications for the requirement, delivery and 
fimding of dementia care (Sixsmith et al., 1993; Woods, 1995). This has prompted a 
consideration of both the amount and the type of care that should be provided for 
dementia sufferers (Sixsmith et al., 1993).
Models of dementia care have changed considerably in recent years, and an increasing 
emphasis on a person-centred approach has contributed to a growing interest in the use 
of psychotherapeutic techniques with this client group (Cheston, 1998). A “positive 
approach” to dementia care has been proposed, with the aim of enhancing quality of life 
by allowing individuals to achieve their maximum potential (Sixsmith et al., 1993).
A number of psychological approaches and techniques have been developed for use 
with people with dementia (Woods, 1999). In evaluating the potential for such 
approaches it is necessary to consider the factors that may influence the utility of 
psychotherapy with this client group, and the adaptations that may be required. It is 
also important to consider the attempts that have been made to evaluate their 
effectiveness. Space does not allow for a discussion of the different diagnostic 
conditions that can cause dementia, of which Alzheimer’s disease is the most prevalent.
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and by referring to the term “dementia” in the following discussion it is acknowledged 
that variations between conditions cannot be addressed.
m tai factors may influence the potential for Dsvchotherapv with this client erouv?
Issues in working psvchotherapeuticallv with people with dementia 
In the past, “talking therapies” have been assumed to have little benefit for dementia 
sufferers due to the cognitive deficits often experienced in dementia (Jones, 1995; 
Miller, 1989). People with dementia can differ in their specific patterns of cognitive 
deficit, but commonly experience difficulties with memory, new learning, abstract 
reasoning, language, attention and concentration (Thompson, Wagner, Zeiss & 
Gallagher, 1990; Jones, 1995; Morris, 1996). The consequences of this cognitive 
deterioration may include decreased insight, limitations in collaborative working, 
difficulty understanding concepts, and problems with acquiring and retaining new 
information and strategies (Miller, 1989; James, 1999).
Standard psychological strategies have commonly required such abilities, and 
psychotherapeutic work with people with dementia may therefore require an adjustment 
of therapeutic goals and strategies (James, 1999). Alternatively, by taking into account 
an individual’s specific neuropsychological deficits, it may be possible to explore ways 
of overcoming or compensating for them to enable the person to benefit more from 
psychotherapeutic approaches (Woods, 1999; Teri & Gallagher-Thompson, 1991).
However, Kitwood (1997) suggests that, if the focus is directed away from the negative 
characteristics of neurodegeneration, some individuals with dementia may be seen to 
have qualities that may be particularly advantageous to psychotherapeutic work, 
including sincere and open expression of feelings and needs and increased sociability. 
In addition, there is some evidence from both applied and theoretical research indicating 
that, although generalisation may be limited in people with dementia, some abilities in 
all areas of learning may be preserved (Miller & Morris, 1993).
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Goals of psychotherapy with people with dementia
The fact that dementia is caused by irreversible diseases will inevitably influence the 
goals of psychotherapeutic work (Haupt, 1996). Interventions may focus on improving 
cognitive functioning, or attempting to arrest mental decline (Pulsford, 1997). 
However, it remains difficult to change the actual disease process of dementing 
conditions, and psychotherapeutic interventions may be better directed towards 
alleviating the excess disability associated with these conditions and achieving an 
optimum level of well-being (Bonder, 1994; Sinason, 1992; Woods, 1992). It has been 
suggested that the behavioural and affective symptoms of dementia are less clearly 
related to structural changes in the brain than is the cognitive deterioration itself, and 
may therefore be more amenable to psychological approaches (Haupt, 1996).
Psychotherapy may be aimed at addressing the secondary symptoms of dementia, 
including the range of emotional reactions commonly experienced (Haupt, 1996). 
These may include depression, anger, suspiciousness, frustration, anxiety, hopelessness, 
and helplessness (Bonder, 1994; Hausman, 1992; Teri & Gallagher-Thompson, 1991). 
Psychological difficulties may result from patients’ awareness of their cognitive decline, 
and may in turn compound existing impairment of cognitive functioning (Haggerty, 
1990). Interventions focussing directly on these psychological difficulties may 
therefore be beneficial (Teri & Gallagher-Thompson, 1991; Bonder, 1994).
Increasing interest has developed in using psychotherapy to explore the individual’s 
internal experience of dementia, exploring issues such as adjustment, loss and 
dependency (Miller, 1989; Cheston, 1996). Psychotherapy may be aimed at supporting 
the grieving process, helping the individual to resolve conflicts from the past and retain 
a sense of social and personal identity, and altering dysfimctional thoughts (Cheston, 
1998; Hausman, 1992).
Specific behavioural difficulties, such as agitation, aggression and wandering, may also 
be the focus of psychotherapy, rather than aiming for global improvements (Orrell & 
Woods, 1996). However, care must be taken in determining the appropriateness of 
goals, who the intervention is for, and whether the behaviour is serving a function 
within the social environment (Cheston, 1998). Enhancing carers’ morale and attitudes
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may be identified as a goal in itself, with the aim of improving overall care and quality 
of life (Pulsford, 1997).
Whether it is proposed that psychotherapy be provided for all dementia sufferers to help 
them to make sense of their experiences (Stokes & Goudie, 1990) or offered only to 
those who are particularly distressed in order to focus on specific clinical problems such 
as depression (Teri & Gallagher-Thompson, 1991), difficulties arise if the goals of such 
interventions are not clearly defined (Powell-Proctor & Miller, 1982).
Psvchotherapeutic versus pharmacological treatments
The potential for psychotherapeutic approaches should be considered in the context of 
ongoing attempts to investigate pharmacological treatments that may alter the course of 
dementia (Orrell & Woods, 1996). Although no pharmacological treatments have been 
found which can arrest the underlying pathological processes of conditions such as 
Alzheimer’s disease, some claim to produce a degree of temporary improvement in 
some patients (Orrell & Woods, 1996). However, the lack of effective pharmacological 
treatments addressing the physiological processes that cause the primary symptoms of 
such diseases means that treatments must often focus on the secondary effects of the 
disease such as agitation, sleeplessness, depression, anxiety and paranoid ideation 
(Hausman, 1992).
While a great deal of attention has been directed towards psychopharmacological 
treatments for dementia, such treatments have clear limitations. For example, they may 
not be effective for all symptoms or for all individuals, they can lead to unacceptable 
side effects and toxicity, and they often require regular psychiatric supervision (Haupt, 
1996; Orrell & Woods, 1996). Where drug studies claim benefits in areas such as 
cognitive functioning it is important to consider the clinical significance in addition to 
the statistical significance of such findings (Orrell & Woods, 1996).
Despite these limitations, Orrell & Woods (1996) argue that pharmacological treatments 
are often advocated for more strongly and accepted more easily than psychological 
therapies, partly due to the relatively high methodological standard of pharmacological 
research. Ideally, pharmacological and psychological interventions could be viewed as
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complimentary, with the former increasing the maximum level of functioning possible 
for that individual while the latter helps the individual to gain the maximum benefit 
from this potential (Orrell & Woods, 1996).
Psychotherapeutic approaches with people with dementia 
Realitv orientation
Reality orientation (RO) involves the presentation of orientation information in order to 
increase an individual’s understanding of their surrounding (Spector, Orrell, Davies & 
Woods, 1999a), and can be carried out in a number of forms. Formal/ classroom RO 
involves regular structured group sessions during which a variety of activities and 
materials are used to engage people with their surroundings. Alternatively, informal/ 
24-hour RO involves continual environmental changes including the extensive use of 
memory aids, and a consistent approach by staff in all interactions. Supporters of RO 
have described it as a way of helping people to remember, maintain their skills, abilities 
and experiences, relearn some new skills, and express their personalities (Holden, 
1990).
Reality orientation has received a number of criticisms since its development. Firstly, it 
has been suggested that the targets of RO, which are often verbal, may have limited 
clinical relevance and little generalisation (Woods, 1992; Powell-Proctor & Miller, 
1982). Secondly, there may be a danger for RO to be applied in an insensitive, 
mechanical, inflexible and confrontational manner (Orrell & Woods, 1996; Woods, 
1999; Dietch, Hewett & Jones, 1989). Thirdly, concerns have been expressed that RO 
may actually increase distress, particularly in later stages of dementia, by reminding the 
individual of his or her losses and thereby increasing anxiety and depression (Hausman, 
1992). Fourthly, an unnecessary emphasis may be placed on correcting individuals 
rather than attempting to understand their attempts at communication (Dietch et al., 
1989).
In light of these criticisms, it has been suggested that RO may be more effective and 
appropriate if implemented skilfully, in an atmosphere of respect, and adapted to the
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particular setting (Miller & Morris, 1993). A positive shift towards a focus on 
individual strengths and needs, and an acknowledgement of the importance of 
orientation to people, places, events and abilities in addition to temporal orientation, 
may help to maintain interest in RO as a useful approach within dementia care (Holden, 
1990; Woods, 1992).
RO has to date been the most extensively evaluated of the psychological approaches to 
dementia care, and a number of randomised controlled studies have been conducted 
(Spector et al., 1999a). Evaluation studies provide some evidence to suggest that RO 
may be associated with small but significant improvements in performance on tests of 
verbal orientation compared to no treatment, although this may not always be 
accompanied by behavioural improvement (Woods & Roth, 1996; Orrell & Woods, 
1996). Behavioural change may be more likely with 24-hour RO (Hanley, McGuire & 
Boyd, 1981). Continued programmes may be necessary to sustain any benefits (Spector 
et al., 1999a). The cognitive changes achieved by RO may have more clinical utility in 
increasing the potential for change in targeted areas, or increasing the effectiveness of 
subsequent psychological approaches, rather than as outcomes themselves (Orrell & 
Woods, 1996; Baines, Saxby & Ehlert, 1987).
Reminiscence
Reminiscence and life review approaches are based on the use of past memories to 
establish contact and interest in older people with and without dementia, providing them 
with the opportunity to review and reorganise aspects of their previous lives (Head, 
Portnoy & Woods, 1990). This therapeutic approach benefits from its focus on one of 
the strengths of people with dementia -  the fact that their remote memories often remain 
relatively preserved as a means of communication (Miller & Morris, 1993; Goudie & 
Stokes, 1990). Reminiscence may help to fiilfil a number of psychological needs, 
including preserving self-respect, encouraging people to value their lives and 
achievements, and highlighting uniqueness and individuality (Goudie & Stokes, 1989; 
Miller & Morris, 1993). In addition, through the use of metaphor, memories may 
provide a means for people with dementia to communicate about their present situation 
(Cheston, 1996).
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However, Coleman (1992) points out that reminiscence has different meaning and value 
for each individual and should not be assumed to suit everyone equally. Furthermore, 
when applying the approach to people with cognitive impairments, the aims and 
techniques may need to focus on increased communication and socialisation rather than 
working through difficult memories and experiences (Woods, 1999).
Reminiscence with people with dementia has so far received little empirical evaluation, 
and those findings that are available have generally been inconsistent (Orrell & Woods, 
1996; Woods & Roth, 1996). Very few randomised controlled trials are available 
(Spector, Orrell, Davies & Woods, 1999b) but one carried out by Baines et al. (1987) 
found no significant benefits of reminiscence on measures of behaviour and cognition. 
Anecdotal reports suggest that many people with dementia appear to enjoy the groups 
and benefit from them, but it remains unclear whether there is any lasting effect outside 
the session, and whether it is more beneficial than other group activities (Woods & 
Roth, 1996; Goldwasser, Averbach & Harkins, 1987). While the evidence for any 
direct effect of reminiscence on mood, satisfaction and functioning has been equivocal, 
it has been suggested that the benefit may be less direct through, for example, increasing 
the knowledge staff and carers have of the people in their care and facilitating 
communication between carers and dementia sufferers (Baines et al., 1987; Woods & 
Roth, 1996; Head et al., 1990).
Validation therapv
Validation therapy (VT) focuses on the emotional and psychological consequences of 
dementia and involves empathie listening to an individual’s communications in order to 
understand their current feelings and to establish a dialogue with them (Feil, 1992; 
Miller & Morris, 1993; Morton & Bleathman, 1991). The approach is based on the 
view that verbal and non-verbal validation of an individual’s communication of 
feelings has therapeutic value, regardless of that person’s current reality (Woods, 1999). 
Its proposed advantages include the emphasis on individuality, acknowledgement of the 
influence of earlier experiences on current state, and promotion of respect, value and 
dignity (Feil, 1992; Woods, 1999). It may also provide interactive techniques for use 
with individuals whose difficulties with memory, dysphasia and disorientation can make 
communication difficult (Bleathman & Morton, 1996).
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Resolution therapy, a technique developed by Goudie and Stokes (1989) has similarities 
with VT but focuses on identifying feelings with the aim of making sense of the current 
situation. It is suggested that this approach can lead to greater acknowledgement of 
these feelings by carers, and an increased potential for modification of the environment 
and pattern of care to suit the individual (Stokes & Goudie, 1990).
VT and resolution therapy have been criticised for the lack of a strong theoretical 
framework (Kitwood, 1995). Despite positive claims for their effectiveness, very little 
empirical evaluation has been carried out and there is currently little evidence to suggest 
that VT is any more beneficial than other psychological approaches in terms of mood 
and behaviour (Woods & Roth, 1996; Orrell & Woods, 1996; Miller & Morris, 1993; 
Neil & Briggs, 1999). Limited improvements have been reported in patterns of 
interaction (Morton & Bleathman, 1991; Toseland, Diehl, Freeman, Manzanares, 
Naleppa & McCallion, 1997).
Cognitive behaviour therapv
In contrast to some of the other psychotherapeutic approaches developed for people 
with dementia, cognitive behaviour therapy (CBT) rests on clear theoretical orientations 
which it is suggested are equally applicable within dementia care (Teri and Gallagher- 
Thompson, 1991; James, 1999; Thompson et al., 1990).
For example, it has been suggested that cognitive models of depression can clearly be 
applied to people with dementia. Within Beck’s model (Beck et al., 1979) it has been 
proposed that when realising their cognitive functioning is impaired people may be 
likely to focus on the negative aspects of their condition to the exclusion of the positive, 
which in turn may exacerbate and perpetuate depression (Teri and Gallagher- 
Thompson, 1991). Distorted thinking processes may, in fact, be more likely to occur in 
individuals experiencing difficulties with cognitive processes such as memory, 
reasoning and sustained attention (Thompson et al., 1990). Alternatively, fi’om a social 
learning viewpoint (e.g. Lewinsohn et al., 1986), the absence of pleasurable experiences 
and presence of aversive experiences which may occur as people with dementia become 
less able to do many activities and function independently, can act to maintain 
depression (Teri & Gallagher-Thompson, 1991).
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Other factors relevant to cognitive conceptualisations for people without dementia, such 
as the cognitive triad, may also apply equally to people with dementia, and other types 
of therapy which have been used with some success with people with dementia, such as 
RO and VT, may be consistent with cognitive conceptualisations (James, 1999).
Drawing on these theoretical models, it follows that treatment may be usefully aimed at 
challenging negative cognitions and enhancing the individual’s sense of control (Teri & 
Gallagher-Thompson, 1991). Due to the emphasis of such cognitive interventions on 
verbal skills, this may be more appropriate during the early stages of dementia when 
people are likely to be more cognitively intact and have a greater capacity for 
understanding and active participation in treatment (Teri & Gallagher-Thompson, 1991; 
Cheston, 1998). People with more severe cognitive impairment may benefit more from 
treatments with a behavioural emphasis, with the aim of increasing positive activities 
and experiences while decreasing negative ones (Teri & Gallagher-Thompson, 1991).
It has been suggested that certain characteristics of CBT may be particularly beneficial 
for people with dementia, such as its short term and highly structured nature and its 
focus on current problems and practical issues (Thompson et al., 1990). However, in 
view of the reality of loss faced by people with dementia, it is important to establish 
realistic goals for CBT, which may include helping individuals to maintain realistic 
views of their limitations rather than unduly distorted and negative ones (Thompson et 
al., 1990).
Anecdotal evidence is available for the effectiveness of these approaches when they are 
applied in an individualised way (e.g. Teri & Gallagher-Thompson, 1991). Some 
preliminary research suggests that cognitive and behavioural approaches can be 
effective in minimising stress and maximising the dignity of people with dementia, both 
in the short and long term (Haggerty, 1990; Bonder, 1994). Cognitive behaviour 
therapy for depression and other emotional disorders can, it is suggested, be particularly 
beneficial in improving mood and related cognitive and behavioural functioning 
(Thompson et al., 1990), but further empirical evaluation is required.
76
Academic Dossier: Oider Adults Essay
Dynamic psychotherapy
It has traditionally been assumed that the prerequisites for psychodynamic 
psychotherapy include a high level of cognitive ability, psychological sophistication, a 
capacity for introspection and the ability to develop a therapeutic alliance -  qualities 
that have generally been assumed to be limited in people with dementia (Hausman, 
1992).
More recently, some practitioners have suggested that dynamic psychotherapy can be 
used with people with dementia, particularly to address the affective conditions that 
often accompany the disease (Hausman, 1992). This is based on the view that not all 
the emotional disturbance in dementia is caused by the organic condition and that 
benefit can be gained from using psychotherapy to help people to come to terms with 
the degeneration, loss and emotional distress commonly experienced (Sinason, 1992). 
The goals of such an approach are likely to focus on improving the person’s current 
emotional state rather than attempting to increase their cognitive functioning, taking 
into account the stage of progression of the dementia, the point at which therapy is 
begun, and pre-morbid characteristics (Hausman, 1992).
People with dementia may, it is proposed, have several strengths that can aid the 
therapeutic process. Hausman (1992) suggests that most individuals with dementia are 
able to interact at an affective level long after they can interact at a cognitive level, and 
can form relationships and develop transference in all but the last stages of the disease. 
However, some modifications of the psychotherapy may be necessary for people with 
dementia, including making sessions shorter, more regular and more frequent, adapting 
communication style, use of memory aids and visual aids, and flexibility from the 
therapist (Hausman, 1992). Hausman (1992) also suggests that the relationship with the 
therapist be formed as early as possible in the progression of the dementia, as the ability 
to benefit from psychodynamic psychotherapy is thought to be largely dependent on this 
relationship.
So far, most evidence for the effectiveness of psychodynamic psychotherapy with 
people with dementia has been presented in an anecdotal case study form (e.g. Sinason, 
1992; Hausman, 1992), and little empirical research is available.
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Individual therapv versus working with carers
Some researchers have argued that, due to the cognitive impairment related to dementia, 
approaches focussing on changes to the environment and the behaviour of caregivers 
may be more successful than those that aim to modify an individual’s behaviour through 
learning and acquiring new behavioural techniques (Haupt, 1996; Hausman, 1992). The 
significant focus in the literature on the impact of dementia on carers rather than 
dementia sufferers themselves may be due in part to the tendency to make a diagnosis 
only late in the course of the disease, when direct work with the individual is considered 
more difficult (Bonder; 1994).
Evidence from behavioural research and social constructionist theories suggest that the 
behaviour and attitudes of caregivers can promote “excess disabilities” beyond those 
determined by the organic disease itself (Woods & Roth, 1996; Sabat & Harré, 1992). 
Furthermore, it has been suggested that the attitudes, well-being and behaviour of these 
caregivers will inevitably affect outcome (Woods, 1999), and that their resources and 
abilities can even be more important in determining outcome than factors relating to 
individuals themselves (Benbow, Marriott, Morley & Walsh, 1993). Any approach 
applied to people with dementia therefore needs to take into account the consequences 
for staff or carers as well as for the individual (Woods, 1999).
A number of psychological approaches have been developed for working with carers. 
These have included teaching behavioural techniques to use with the dementia sufferer, 
focussing specifically on the emotional difficulties of carers, using cognitive and 
educational techniques directly with carers, and applying family therapy (Woods & 
Roth, 1996; Benbow et al., 1993; Miller, 1989). However, evaluation of such 
techniques with carers of people with dementia has been limited, and the findings that 
are available have been inconsistent (Woods & Roth, 1996; Woods, 1992).
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Evaluation of vsvchotherapeutic approaches for people with dementia
There has been a general lack of evaluative research in this area considering the large 
increase in the number of interventions being reported (Cheston, 1998; Woods & Roth, 
1996). Much of the evidence for psychotherapeutic approaches in dementia care 
remains anecdotal, and many of the approaches have been considered less acceptable to 
practitioners as they are not considered to derive from established psychotherapeutic 
principles (Cheston, 1998; Bonder, 1994).
Evaluation studies have suffered from many methodological problems, including small 
sample sizes, a wide variety of measurement tools making comparison difficult, use of 
measures which are insensitive to small changes, a lack of follow-up, and difficulty in 
identifying appropriate control groups (Orrell & Woods, 1996; Woods, 1992). 
Inclusion criteria are often inconsistent and poorly specified, and studies often include 
people suffering from different conditions and at different stages (Spector et al., 1999a).
Researchers have considered a wide number of different outcomes in attempting to 
evaluate psychotherapeutic approaches, including changes in cognitive functioning, 
behaviour, social interaction and mood (Pulsford, 1997; Miller & Morris, 1993). There 
has also been a difficulty in defining the approach which is to be measured, as 
interventions may vary in implementation and may include rearranging the 
environment, working indirectly with staff, or direct work individually or in groups 
(Orrell & Woods, 1996).
Such difficulties are compounded by the particular issues involved when considering a 
deteriorating condition (Cheston, 1998; Bonder, 1994). For example, it is intrinsically 
difficult to measure stability of function or slowing of decline in conditions whose 
course varies so greatly between and within individuals (Woods & Roth, 1996).
Group studies inevitably obscure individual positive or negative effects of interventions 
for individuals, and it is therefore important to include single case designs and to 
attempt to understand the features that contribute to success or failure of particular 
approaches for particular individuals (Miller & Morris, 1993). Kitwood (1997) argues
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that research designs should not attempt to mimic drug trials by trying to separate the 
effects of different variables, but should take a more holistic and ecological approach. 
Research has tended to focus on the course or cure of dementia within a biomedical 
model, rather than addressing the process of care and the experience of the dementia 
sufferer (Woods, 1995).
Given the wide variation in individual needs, settings, and types of therapeutic approach 
with people with dementia, there is a need for more sophisticated research to help 
determine how approaches can best be adapted to individual needs and circumstances 
(Woods, 1999; Miller & Morris, 1993). Difficulty in determining what constitutes a 
successful outcome in this client group means that a multi-layered assessment of 
effectiveness is needed which takes into account patient, family, staff and therapist 
perspectives (Jones, 1995).
What adaptations may be necessary when applvins these vsvchotheraveutic 
approaches?
Given the nature of cognitive deficits often experienced, certain adaptations to 
psychotherapeutic approaches may be beneficial when applied to people with dementia. 
For example, specific cognitive capabilities may need to be understood and taken into 
account, which may require neuropsychological testing prior to commencing the 
therapeutic approach if this information is not already available (Thompson et al., 
1990).
Cognitive load may be minimised by giving extra support and cues for the encoding and 
retrieval of information, and utilising procedural and implicit memory as much as 
possible (Woods, 1999; Teri & Gallagher-Thompson, 1991). Sessions may need to be 
more structured, shorter and more frequent, and background noise and distractions 
should be minimised (Woods, 1999; Hausman, 1992; Thompson et al., 1990). 
Continuity of care in, for example, the location and therapeutic relationship, may be 
particularly important due to memory deficits (Jones, 1995; Sinason, 1992). The 
therapist may need to be more flexible and active in sessions, giving more guidance and 
prompting, using frequent repetition and review, and communicating in a concrete way
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(Bonder, 1994; Bender, Landers, Horrocks & Jones, 1999). It is important to 
continually monitor the person’s comprehension of therapeutic content, in order to 
determine the appropriate pace for the individual (Thompson et al., 1990).
The goals of psychotherapy may need to change depending on the stage of the disease 
process. Verbal psychotherapies may be more beneficial during the early stages, when 
cognitive impairment and disruptive behaviour may be less detrimental to the 
therapeutic process (Haggerty, 1990). During later stages approaches requiring less 
cognitive and verbal ability, such as expressive therapies, may be more appropriate 
(Bonder, 1994). The progressive nature of dementia and considerable variation in rates 
of change means that individual therapeutic work with these individuals may need to be 
ongoing and regularly reviewed in order to maintain therapeutic gains (Woods, 1999; 
Kitwood, 1997).
Due to the personal and ethical issues often raised when working with people with 
dementia, and the particular counter-transference that may be experienced, supervision 
and support may be particularly important for therapists working with this client group 
(Bender et al., 1999; Thompson et al., 1990). Issues regarding appropriate boundaries 
and consent to treatment must also be considered, and it may be necessary to be more 
sensitive to an individual’s non-verbal expression of their wishes (Cheston, 1998; 
Sinason, 1992; Jenkins & Price, 1996).
Models o f dementia care
The way dementia is characterised and perceived by policy-makers and care-providers 
will inevitably influence patterns of care (Sixsmith et al., 1993). The predominant 
‘biomedical’ model of dementia, focussing on dementia as an irreversible degeneration 
of the brain, has undoubtedly influenced the definitions, conceptualisation and 
parameters of treatment of dementia (Sixsmith et al., 1993). The old culture of care 
therefore consisted of basic physical care and menial tasks with no explicit objectives 
other than to look after people’s physical needs during the inevitable decline to death 
(Woods, 1995; Kitwood, 1995). It is important that psychosocial and psychotherapeutic
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models complement these medical and neurological approaches to dementia (Woods, 
1995).
Cheston (1996) suggests the need to consider “stories” about people with dementia 
other than the dominant one, which interprets the meaning, memories and reminiscences 
of these individuals as meaningless, defective and unimportant. A shift in attitudes 
towards the care of people with dementia may include viewing an individual’s 
difficulties as coping and communication strategies rather than as actions to be managed 
(James, 1999; Kitwood, 1997). A model of care that values people with dementia, 
considers brain-environment interactions, and allows more scope for change, may in 
itself be therapeutic (Kitwood, 1997; Woods, 1995). Kitwood (1997) proposes that by 
maintaining and enhancing the “personhood” of people with dementia through the care 
provided, it is possible to offset the consequences of neurological impairment. In fact, 
several authors have suggested that the attitudes, values and principles surrounding 
dementia care must be dealt with before any specific therapeutic approach can be 
appropriately and effectively applied (Woods, 1999; Pulsford, 1997; Cheston, 1998).
Summary and Conclusions
Problems arise in discussing the utility of any approach for “people with dementia”, as 
this may fail to recognise and reflect the “individuality, complexity and diversity of the 
dementia experience” (Sixsmith et al., 1993, p.999). It is essential that therapeutic 
approaches are used as part of an “individual programme plan”, which takes into 
account an individual’s particular strengths and weaknesses within the context of his or 
her whole life (Woods, 1999; Miller & Morris, 1993). An individual’s experience of 
dementia must be understood within the context of his or her premorbid personality, 
background history and coping strategies, in order to place current symptomatology in 
context and tailor interventions accordingly (Cheston, 1998; Miller, 1989).
Goals of any therapeutic technique should, of course, be meaningful and appropriate for 
the individual, so that they can make a real difference to the person concerned (Woods, 
1999). While there remains little conclusive evidence that psychotherapeutic
82
Academic Dossier: Older Adults Essay
approaches can counteract cognitive decline or promote long-term gains in cognitive 
abilities or behaviour, such approaches may have an impact on some aspects of mood, 
behaviour and cognition, at least for the duration of the intervention (Pulsford, 1997). 
Distress and suffering should not be accepted as inevitable for people with dementia, as 
the quality of dementia care and provision of psychotherapeutic approaches may have a 
significance influence on well-being and coping (Woods, 1995).
Optimising the adaptive capacities of people with dementia is likely to have a 
subsequent impact on carers and services, and may therefore have widespread social, 
psychological and economic consequences (Thompson et al., 1990). Determining the 
utility of psychological approaches for dementia is therefore essential in order to guide 
allocation of resources (Woods, 1999), but it will also continue to be important to 
consider how to make all aspects of dementia care more psychotherapeutic (Cheston, 
1998; Kitwood, 1997).
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L 1 Adult Mental Health 
L2 Learning Disabilities
1.3 Children, Adolescents & Families
1.4 Neuropsychology/Pain Management (Specialist)
1.5 Older Adults
1.6 Paediatric Psychology (Specialist)
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1.1 A d u l t  M e n t a l  H e a l t h
Placement location: Guildford Community Mental Health Team
Trust: Surrey Hampshire Borders NHS Trust
Dates: October 1997 to April 1998
Supervisors: Michelle Sowden & Win Fleming
My adult mental health placement was based in a multidisciplinary team contributing to 
acute, community and rehabilitation services. Experience was gained within outpatient, 
primary care, resource centre and ward settings. Assessment techniques used included 
assessment for treatment interviews, standardised measures (such as the Beck 
Depression Inventory), diaries, and cognitive assessments. Interventions focussed 
largely on cognitive behavioural techniques, but also incorporated schema-focussed, 
person-centred, psychodynamic, systemic and neuropsychological models.
Eight clients aged between 19 and 64 were seen for ongoing individual interventions, 
while joint work was carried out with three clients (with supervisors and with the 
substance abuse team). The range of clinical problems presented by these clients 
included depression, anxiety, panic attacks, substance misuse, loss issues, personality 
disorder, social skills deficits, issues relating to suicide, and difficulties following a 
stroke.
Teaching experience was gained by preparing and presenting a seminar on “risk and 
informed consent” to the Psychology Department. Organisational issues were 
particularly pertinent to this placement due to a recent trust merger.
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ADULT MENTAL HEALTH
PLACEME1VT CONTRACT
Name: Catherine Lane Title; Clinical Psychologist in Training
Start Date: 15,10.97 Finish Date; 03.04.98
Base: Famham Road Hôpital, Guildford
Main Supervisor: Dr Michelle Sowden
Additional Supervisors: Ms Win Fleming
Dr Christa Rohda - wQl offer the opportunity to observe 
and be supervised in cognitive assessment.
Aims of the placement:
1) To provide broad exposure to adult mental health practice widi the Trust.
2) To develop an understanding of the Trusts’ structure and hmction, and 
organisational issues, ie specific to acute, community and rehabilitation 
services.
3 ) To develop an understanding of the role of clinical psychologists and other
professionals within the Trust.
4) To develop a level of coirpetency in the provision of psychological assessment, 
formulation and treatment in adult mental health, ie. Cognitive, bdravioural 
psychodynannc, systemic.
5) To develop a range of professional skills as necessary for the job ie. Effective 
liaison with other professionals, administration, time management.
Objectives of the placement
i) Client work/problem areas
1.1) Independent client work including people with anxiety, depression and 
adjustment/bereavement/loss ( a minimal and essential conyonent).
1.2) Where possible, experiential and /or educational experience of a range of otlier 
psychological problems ie eating disorders, sexual abuse, somatic complaints, 
social skills, anger management, assertiveness skiDs, P.T.S.D., 
suicide/parasuicide, personality disorders, substance misuse, CCD, either 
through direct client contact or through supervision and reading.
1.3) Experience of cognitive-behavioural, and (if possible) psychodynamic and 
systemic approaches to therapy.
91
Clinical Dossier Placement Summaries and Contracts
1.4) Experience of disability, ethnic and cultural issues within client work.
1.5) Experience of clients across the appropriate age range,
1.6) Observation and/or experience in administration of cognitive and 
neuropsychological assessments ie WAIS-R, WMS, NART.
] .7) Observation of a psychiatric assessment of a client with long term needs.
2) Non direct clinical work/organisational issues.
2.1) To meet with other p^chologists working whhin the Trust ie forensic,
counselling, community, neuropsychology, rdiabilitation, acute services, femily 
therapy and older adults.
2.2) Direct and/or indirect meetings with the service manager, team co-ordinator, 
and members of the muM-disciplinaiy team, ie p^chiatrists, CPN s, social 
workers, community support workers, art therapists, occupational therapists, 
nursing stafE
2.3) To spend time with the rehabilitation team at Arreton House.
2.4) To virit a range of services within the Trust ie the Acute Resource Centre, 
D.T.C., Ludlow Road Resource Centre.
3) Educational Components
3.1) To attend a range of multi-disciplinary meetings,
3.2) To attend at least one Heathlands Psychology Service Meeting.
3.3) Supervision; Michelle Sowden 1 hour a week (minimum)
Win Fleming 1 hour a week.
Annual Leave - Trainee 12.5 days
Study Leave: Every Friday aflemoon.
Mid-placement Review Date: to be arrange^Lty Course Tutor, Supervisor and
Trainee.
Signitures: Dr Michelle Sowden Catherine Lane
Clinical Sup^isor Clinical P^chologist in Training
Win Flem ing \
Clinical Supervisor
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1.2 P e o p l e  w it h  L e a r n in g  D is a b il it ie s
Placement location: The Comfrey Centre, Dorking
Trust: Surrey Oaklands NHS Trust
Dates: April 1998 to September 1998
Supervisor: Jill Moorhouse
This was a community placement that provided experience within a number of settings, 
including day centres, group homes, a challenging behaviour unit, respite care and a 
NHS workshop. Multidisciplinary and interagency links were a key feature of this 
placement. Clients ranged in age from 3 years to 52 and included people with mild, 
moderate, severe and profound learning disabilities. Work was undertaken primarily 
within behavioural and cognitive behavioural frameworks. Assessments included 
interviews, behavioural observations, standardised measures with clients or carers, and 
cognitive assessments. Interventions included design and implementation of 
behavioural programmes with carers and cognitive behaviour therapy with clients.
Presenting difficulties included behaviour problems and family issues relating to a 
recent diagnosis of autism, social skills deficits, interpersonal issues, anger 
management, concerns regarding possible cognitive deterioration in clients with 
Down’s syndrome, and challenging behaviour within particular settings.
In addition, an assertiveness group for six women with learning disabilities was 
designed, planned, facilitated and evaluated with an assistant psychologist and a 
community nurse. An audit of referrals to the child learning disability service was also 
carried out on this placement and fed back to the department.
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SURREY OAKLANDS N.H.S TRUST
CORE PLACEMENT - T.FARNING DISABILITIES
Placement Contract betwemi JiD M oorhoase and Catbcnne Lane 22.4.98
Description of placftneirt
The trainee will be allocked office space at T k  Comfiey Centra Clarendon House, 
West S t r ^  Dorking. Secretarial and supporting services will be available at that 
location. The Library is based at East Surr^ Hbq)ita], Redhill
Hie Psydiology Service serves people with a Learning Disabili^ in the East Surrey 
area East Surrey is divided into 4 LocaHly Teams and a sendee is provided to eadi 
locality by psychologists from the Learning Disatdliy Service.
The staff in post aie>
Personnd
Dr. Veena Parmar 
Director of P^chology 
Services
Base
Bracketts Resource Cditre 
116-118 Station Road East, 
Oxted
Tel No.
01883 722905 Full-time
Jo
Psychology Assistant
Gina Ward 
Clinical Psychologist
Kingsfield Resource Centre 01737 783221
Philanthropic Road
Redhill
Part-time
4daysp€a'wedc
Steve Ludlow 
P^chology Assistant 
vdth responsibilities for 
cUent computer work.
AnnmarieOddy 
Psychology A^stant
Jill Moorhouse 
Clinical P ^ c h o lo ^
Kingsfield Resource Centre 01737 783211
Philanthrope Road
Redhill
Kingsfield Resource Centre 01737 783221
Philanthropic Road
Redhill
Part-time
Comfi^ Centre 
Clarendon House 
WestStred 
Dorking
01306877665
Full-time 
3 days Kingsfield 
2daysComfiney
Part-time
4daysperwedk.
Surr^ Oaklands Trust was formed in April 1998 by the merger of East Surrey Priority 
Care and Surrey Heartlands. Contact with Psychologists in all specialities formerly 
employed by Surr^ Heartlands will be avdlable during this placement.
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Weekly supervision will be pro^ rided 1  ^Jill Moorhouse on Thursdays from 9 am- 
I lam or at an alternative mutually %reed time. Other pQrcholog t^s will provide case 
supervision where cases undertaken by the trainee come from thdr area of work.
Woik load for the trainee will be monitored during weekly supervision sessions with 
Jill Moorhouse.
Aimsjofthe Placement
This placement aims to provide the trainee with clinical pi^chology skills to work with 
people with learmng disabilities and their families and the service agencies which affect 
thdr lives. The overall aim is that the trainee will leave the placement with skills to 
work with this client group and an understanding o f the client group so that 
recognition of similarities and diffor^ices between other cli«it groups encountered in 
their training will be posrible.
Clinical Experience
Clinical experience will be gained working vnth people with a learning disability 
(clients) who:
1) Live in group homes managed by several different agencies within the East Surr^ 
Area.
2) Who live in parental or their own homes within the area.
Experience of woridi% vdth clients att^dmg:-
1) A Social Services Managed Adult Centre (Colebrook)
2) A Unit for clients with Challenging Behaviour (Ellen Terry)
3) A respite care frwâlity run by the Trust (Daffodil)
4) An N.H.S. run work experience and day care centre (Horiey Workshop)
Visits to these and other sevices within the area will be arranged if direct client work 
is not available in these areas.
The trainee will have a two week induction programme wMch is timetabled and 
presented at the beriming of the placemmrt. Follomng this pmod an introduction to 
cases and visits to other areas not covered durii^ the induction pmod will be 
integrated.
During the induction period, the trainee will have a session with the Secretary vriiere all 
administration matters will be explained. The trainee will be expected to pro^ dde 
details of the National Insurance Number for medical records recording system and an 
Driver’s Insurance Certificate if a car is to be used for Trust business. This will be 
required within the first two weeks of the placemmt. The trainee will be %pected to 
provide the Supervisor and the Secr^ary with details o f days of attaidance at the 
placement including holiday periods booked to frdlitate planmng the placanent.
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The trainee will be ^pected to attend a p^chologtsts meeting hdd monthly and joint 
meetings between p^chologists in the trust working in other specialities.
The trainee will be allocated one sesrion per w e^  (am or pm) of clinical study time. 
With prior agreement this session can be taken as one foil day per fortnight.
The trdnee will be expected to attend a Special Interest Group meeting during this 
placement.
The trainee will be expected to write clinical reports on all their cases. Summaiy 
reports for psychology tiles vnll be required where joint intervention or observation 
oidy woik has been undertaken.
The trmnee \rill be expected to work with a minimum of 6 clients. There will be 
mixture of assessment and intervention. Some experience of group work will be 
included. If possible, clients will be drawn from diild, adolescmit, young adult, middle 
age and elderiy population. If possible, there will be at least one client from each stage 
and a balance of male and female clients.
Clients will be drawn from mild, moderate, severe and profound or multiply disabled 
groups.
Clients needing intervention from the following areas of need vrill be included in the 
trainees experience: challenging bdiaviour, issues of sexuality, issues of loss and 
transitional isssues and interpersonal relationships. Placement issues and support to 
carers will be incorporated. Skills training and computer assisted learning with dients 
will be carried out.
Opportunities will be prowded for the trainee to liaise udth other professionals and 
disciplines to increase thdr und^standing of a comprehensive service to people with a 
learning disability.
Teaching opportunities may be available to staff from other disciplines but presenting 
material at the departmental meeting will be included in this placement.
Signed: ....
lillMoorhouse
Signed:
Catherine Lane
Date: April 1998
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1.3 C h il d r e n , A d o l e s c e n t s  a n d  F a m il ie s
Placement location: Child & Family Service, Orchard Lodge, Chichester
Trust: Chichester Priority Care Services NHS Trust
Dates: October 1998 to April 1999
Supervisors: Carmel Jennings
This placement was based within a multidisciplinary child and family service including 
psychiatrists, psychologists, social workers, family therapists, community nurses and an 
art therapist. A range of models was used during the placement, including 
psychodynamic, attachment, developmental, behavioural and cognitive behavioural 
approaches. Assessments included interviews, observations, projective techniques, 
cognitive assessments and family assessments. Interventions incorporated behavioural 
work with parents and carers, play therapy, psychotherapy, cognitive behavioural 
strategies, and brief solution-focussed approaches.
Presenting difficulties included behaviour problems, attachment issues, somatic 
symptoms, identity issues, anxiety, eating disorders, Asperger’s, PTSD, ADHD, school 
refusal, family issues and child protection issues. Independent work was carried out 
with 10 clients ranging from the age of 3 to 15, and further joint work was undertaken 
with the supervisor and other team members. Observation of children of various ages 
within a local primary school and a school for children with special needs was also 
undertaken. In addition, experience of systemic models was gained through weekly 
input to a Family Therapy team, and teaching skills were further developed during a 
case presentation to the multidisciplinary team.
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Child and Family Service - Orchard House. Chichester 
Placement Contract
Trainee; Catherine Lane
Supervisor; Carmel Jennings
Placement Dates: 14th October 1998 to 2nd April 1999
Description of Placement;
A multidisciplinary Child and Family service for clients aged 0-18 years and their 
families, which aims to address a wide range of emotional, behavioural and 
developmental problems. — ^
Aims of Placement:
•  To develop increased confidence and competence at engaging and communicating 
with children, parents and professionals at an appropriate and sensitive level.
• To develop skills in carrying out assessments, formulations, and effective and 
appropriate treatment plans.
• To gain increased knowledge and awareness of child development and clinical 
issues relevant to working with children and families and the surrounding network.
• To progress to working independently, taking a new referral through assessment 
and treatment to discharge, while using supervision appropriately.
•  To produce adequate and appropriate clinical records, letters and reports.
Objectives:
•  To work independently with at least ten clients, across the age span and including, 
where possible, clients of both sexes and different ethnic or cultural backgrounds.
•  To gain experience with a range of problem areas, ideally including child 
development issues, under eights, health-related problems, school based problems, 
post trauma, adolescent presentations and, to a limited degree, child protection 
and specialist areas such as paediatrics and child neuropsychology.
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• To gain exposure to different methods of working with this client group, 
including psychodynamic and behavioural techniques, and some experience of 
family therapy, play therapy, projective techniques, and drawings.
• To become familiar with the most widely used psychometric tests for children and 
adolescents, including cognitive assessments; to carry out at least three 
assessments using intelligence tests and tests of development, including under 
fives and middle school aged children.
•  To develop teaching and presentation skills.
• To produce one extended case report grounded in psychological theory.
How aims will be achieved:
• Attendance at team meetings where possible.
• Observation and/or joint work with supervisor or other members of team.
• Individual work with clients, with appropriate use of supervision.
• Observational visits in a variety of settings, observing children with a wide range 
of needs at various developmental levels.
•  Discussion and observation with other team members and professional groups.
• Making a short presentation within the team.
Details of supervision:
• Individual supervision will be provided weekly for one and a half hours.
Signed.  Catherine Lane (Clinical Psychologist in Training)
Signed^!]Z ^'r)fr:^\ J:% ^t^ nA el Jennings (Chartered Clinical Psychologist):t^ &
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1.4 N e u r o p s y c h o l o g y /  PA m  M a n a g e m e n t
Placement location: Psychology Department, Sutton Hospital
Trust: South West London & St George’s Mental Health Trust
Dates: April 1999 to September 1999
Supervisors: Noelle Blake & Hilary Rankin
My first specialist placement was split between neuropsychology and pain management 
within a health psychology service. This provided experience of neuropsychology 
outpatient referrals, with clients ranging fi*om 17 to 66 years of age. Selection, 
administration and interpretation of a range of assessment tools was carried out, 
including tests of pre-morbid intelligence, general intellectual functioning, memory, 
new learning, attention, visuospatial skills, verbal fluency, and executive functioning. 
Direct experience was gained with clients presenting with difficulties related to seizures, 
migraine, stroke, epilepsy and head injury, and where differential diagnosis was 
required. Three of these clients were also seen for ongoing therapeutic input or 
cognitive rehabilitation following assessment.
Experience of pain management was gained during active involvement in a group 
programme for adults experiencing chronic back pain, working alongside a Clinical 
Psychologist, a physiotherapist and a nurse. This included experience of assessment 
and evaluation, using pain diaries and standardised measures. Direct individual work 
was also carried out with two chronic pain patients using cognitive behavioural and gate 
control models. In addition, observations were undertaken within an acute pain team 
ward round, an orthopaedic back assessment clinic, and a consultant outpatient clinic.
Further health psychology experience was gained through psychological input to a 
cardiac rehabilitation group and an angina group. In addition, an assessment and 
intervention was carried out with a client experiencing depression and adjustment 
difficulties following a heart attack.
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Clinical Placement in NeuiODSvchologv 
and Cadlac Rehabilitation
Placement Contract
Psychologist in Clinical Training: Catherine Lane
Clinical Supervisor: Noelle Blake, Consultant Clinical Neuropsychologist
Placement Dates: 21 ^  April -  30* September 1999
A. Placement Objectives: Neuropsvchologv
1. Catherine will gain experience in providing a clinical neuropsychology service to 
adults with a range of neuropsychological difficulties.
2. The placement will mainly provide experience in diagnostic assessments, advice 
regarding management o f neuropsychological difficulties and short-term therapeutic 
interventions as appropriate.
3. Catherine will work mainly in an outpatient service, though the placement will also 
provide experience o f assessment and rehabilitation planning with inpatients when 
the opportunity arises.
4. Catherine will develop competence in the selection, administration and interpretation 
o f neuropsychological assessment techniques, and use these tools in a clinically 
meaningful way to formulate clients’ problems and advise on meaningful interventions 
as appropriate.
5. Catherine will gain experience in working and liaising with other professional 
colleagues in the neurology specialty (i'.e. doctors, physiothen^ists, O T s speech 
therapists, social workers) and in the Cardiac Rehabilitation Programme.
6. Additional Experience in Cardiac Rehabilitation
Catherine will gain experience of contributing to the teaching programme o f the 
Cardiac Rehabilitation Programme using a cognitive behavioural model of appraising 
and coping with stress in CHD.
7. Catherine will have the opportunity to share psychological knowledge and expertise 
with professional colleagues in the cardiac rehabilitation programme and consider their 
implications for patient management.
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B. Specific Learning Objectives
1. By the end of the placement Catherine will be familiar with a range of stmdardised 
neuropsychological tests and display competence in their appropriate selection, use 
and interpretation in a clinical setting.
2. Catherine will be competent in selecting appropriate psychometric tests to assess
i) Verbal and non-veibal memory skills
ii) Perceptual and visuo-spatial functioning
iii) Constructional skills
iv) Langua^ functioning
v) Tests of attention, concentration and tracking
vi) Executive functioning (plaiming and organisation)
vii) Conceptual skills.
3. Catherine will demonstrate an ability to use a broad base o f pitychological skills to
formulate problems and to incorporate the tools o f neuropsychological assessment 
in a clinically meaningful way, as is appropriate to her current level of experience 
and training.
4. Catherine will become familiar (through observation or direct clinical contact) with the
major features and p^chological implications o f a range o f common neurological 
disorders. These will include head injury, differential diagnosis o f memory 
disorders, stroke, epilep^, encephalitis and progressive neurological disorders such
as multiple sclerosis and Parkinsons Disease.
5. Catiierine will develop competence in her ability to
a) Feedback test results (in written and/or oral form) in a  clinically meaningful 
way to referrers and clients as required.
b) Advise clients and their carers on the implications o f test results for their 
everyday functioning.
c) Educate clients and their carers on appropriate forms of management or 
coping skills.
6. By the end of the placement Catherine will have formulated a view on the possible 
roles and functions of a clinical neuropsychologist in a general hospital setting.
Supervisor Responsibilities
1. The Supervisor will provide a minimum of 1 hour’s formal supervision per week, 
with additional opportunities for informal discussion as and when required.
Supervision will take place on Wednesday mornings.
I a. Janice Rigby, Clinical Psychologist with Locality 4 CMHT, will provide
neuropsychology supervision cover in the event o f Noelle Blake’s unpredicted a i^nce .
2. Hie Supervisor will ensure provision o f ad^uate office space and s%retarial support
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3. The Supervisor will aim to provide adequate and focussed reading material.
4. The Supervisor will aim to provide a balanced placement which meets the professional 
developmental needs o f the trainee. This may involve making changes to placement 
objectives with mutual negotiation and agreement
Noelle Blake
Chartered Clinical Psychologist 
(Neuropsychology)
Catheime Lane
Psychologist in Clinical Training
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CLINICAL PLACEMENT IN PAIN MANAGEMENT 
PLACEMENT CONTRACT
P^chologist in clinical training: Catherine Lane
Clinical supervisor: Hilary Rankin
Placement dates: 21.4.99 to 30.9.99
I. PLACEMENT OBJECTIVES
1. To gain experience in die clinical assessment and psychological management o f a range 
o f chronic pain problems with outpatients referred by specialists within the Trust
2. To develop competence in the ^ plication of a  cognitive-behavioural approach to 
chronic pain p ro b l^ s .
3. To gain some knowledge of the selection, administration and interpretation o f chronic 
pain.
4. To gain experience in the planning, running and evaluation o f a pain management 
programme.
5. To gain an awareness of the range of potential roles for clinical p^chologists in the 
field through observation of other (non-p^chology) clinicians’ work.
II. SPECIFIC OBJECTIVES
1. To observe and be observed carrying out a clinical assessment with at least one chronic 
pain patient.
2. . To take on a minimum of one case o f chronic pain for therapy.
3. To observe and be observed (by audiotape where appropriate) during clinical therapy 
sessions.
4. To attend and participate in the running of the pain management programme.
5. To observe the work of multi-disciplinary colleagues as the opportimity arisfô and 
discuss in supervision: a) in the outpatient clinic
b) in day surgery
c) vrith the acute pain team
d) in the orthopaedic back assessment clinic.
6. To attend a COPE team meeting if the opportunity arises.
7. To be familiar with, where appropriate, and use assessment measures, including:
a) pain ratings
b) measures of disability
c) measures of anxiety and depression
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d) measures of health beliefs/locus of control
e) measures of cognitive coping.
8. To read literature on the psychological management of pain provide by the supervisor.
9. To provide written reports on clinical assessments and Üierapeutic int*ventions. 
OTHER AVAILABLE EXPERIENCE TO BE GAINED IF TIME ALLOWS
• Project work.
Supervision
•  Supervision will be provided for 45 minutes a week on a Hiursday.
Cci/O  CLLl/VlCMC
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1.5 O l d e r  A d u l t s
Placement location: CMHTE, Milford Hospital
Trust: Surrey Hampshire Borders NHS Trust
Dates: October 1999 to March 2000
Supervisor: Ajay Kapoor
Based within two multidisciplinary community teams, this placement provided 
experience of working directly with older adults and indirectly with families, networks 
and staff. Clients ranged in age from 66 to 85, and were seen in a range of settings 
including their own homes, residential homes, a day hospital and a continuing care 
ward. Models of working included cognitive behavioural and schema-focussed 
approaches, grief and loss models, and systemic approaches. Couples’ work was also 
undertaken.
Problem areas included depression, relationship difficulties, loss and bereavement, 
challenging behaviour, anxiety, physical disability, dementia, and personality disorder. 
Two cognitive assessments were carried out where the onset of dementia was suspected. 
The placement provided considerable experience of working with people with complex, 
long-term difficulties.
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PLACEMENT CONTRACT; OLDER ADULTS
TRAINEE: Catherine Lane
SUPERVISOR: Ajay Kapoor
DATES: 13*** October 1999 to 24* Mardi 2000
LOCATION : Surrey Hampshire Borders
Skills/ experience to be acairired bv trainee: -
-  Work with clients across a wide range of ages, with a supervised caseload of aRnoxhnawly 10 
clients during the course of the placement
-  Assessment and intervention with clients with functional prdilems, bdiaviour problems, plysical 
ill health, and organic conditions.
-  Work with individuals, families, staff and carers.
-  Carry out work in as wide a range of settings as possible, including assessment and continuing 
care wards, day hospitals, climits’ homes and day centres.
-  Carry out neuropsychological assessment within the context of a service designed specifically for 
older adults.
-  Attend multi-disciplinary team meetings, case presentations and training events, as appropriate.
Objectives: -
-  To develop knowled^ of therapies devised specifically for older people and an rqipreciation of the 
issues of particular relevance for this climit group.
-  To develop the ability to modify therapeutic approaches to meet the needs of older peofde.
-  To work as part of a multidisciplinary toun in order to effectively meet the often complex and 
diverse needs of this client group, and to ^ in  an appreciation of the role of oAer inofessicmals.
-  To become familiar with services provided for older people.
-  To develop skills in communicating clearly the formulation, method and outcome of p^chological 
assessments and interventions, both orally and in written reports.
Facilities: -
-  A desk in a shared office with access to a telephone.
-  Secretarial support as needed.
Supervision: -
-  The supervisor will provide a minimum of one and a half hours formal supervision each week, 
with additional opportunities for informal discussion as required.
-  Supervision will take place at a regular time on Thursday mornings.
Catherine Lane Ajay Kapoor
Clinical Fsycholr^st in Training Clinical Psycholoÿst
107
Clinical Dossier: Placement Summaries and Contracts
1.6 P a e d ia t r ic  P sy c h o l o g y
Placement location: Paediatric Psychology Department, St George’s Hospital
Trust: St George’s Hospital NHS Trust
Dates: April 2000 to September 2000
Supervisor: Sarah Waugh
My second specialist placement was based within a paediatric psychology department at 
a teaching hospital and provided experience of both inpatient ward work and outpatient 
referrals. Direct and indirect contributions were made to multidisciplinary HIV and 
feeding clinics. Clients ranged in age from 3 to 15. Assessments included interviews 
with parents and children, observations, standardised measures and cognitive 
assessments. Assessments and interventions were carried out for emotional, 
behavioural and family difficulties relating to a number of physical health problems 
including eczema, retinoblastoma, cleft lip and palate, HIV, and tuberculosis. 
Presenting difficulties included depression, anxiety, somatic symptoms, feeding 
problems and encopresis.
In addition to individual work, a group for obese children was designed, co-facilitated 
and evaluated with a dietician and other psychologists. An audit of the feeding clinic 
was also carried out. Experience of working with families from different cultural and 
ethnic backgrounds was a key feature of this placement.
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Clinical Psychology - Placement Contract (Specialist Placement)
Trainee: Catherine Lane
Supervisor: Sarah Waugh
Placement Specialist Placement in Paediatric Psychology. St George’s Hospital 
Number 6, from 12.4.2000 to 29.9.2000 
Placement days: Wed/Thurs/Altemate Fridays
1. Alms of the Placement
To develop broad clinical experience in a Paediatric setting, including assessment, 
treatment, indirect and non-dlnical experience. To include a range of ages (0-16 years) 
and conditions, and clients from different cultural or ethnic backgrounds.
2. Direct clinical experience
Assessment/ Treatment:
- To include babies, pre- school children, school-age children and 
adolescents.
- To include inpatient and outpatient cases as they arise.
- To gain experience with a wide range of difficultés of particular 
relevance to Paediatric psychology, including encopresis/ 
enuresis, feeding problems, somatic problems, treatment 
preparation/ compliance, and difficulties associated with chronic 
illness.
Group work: - To contribute to the preparation and facilitation of a group for
children with obesity.
3. Indirect experience/ observation
- Observation of supervisor's cases as they arise, and joint work as appropriate.
- Ward Visiting, including Nichols (Surgery), Pickney (Haematolo^/Oncology),
Frederick Hewitt (General Medicine), Jungle Ward (Day Treatment) and Neonatal
Unit.
- Sit in on the Feeding Clinic and HIV Clinic.
- Attend and observe HIV psychosocial meeting and surgical psychosocial meeting.
- Shadow a play specialist and a community nurse.
- Attend regular joint Psychology Department meetings.
- Attend regular Paediatric Psydiology Team meetings.
- Attend Trainee Tutorials and other CPD events as appropriate.
4. Research/ audit/ evaluation
As required, induding audit of feeding clinic.
5. Supervision Arrangements
- Minimum of one hour per week, to take place on Wednesdays 1.30 - 2:30.
- Additional informal supervision as appropriate.
- Performance and goals to be reviewed at intervals, induding mid-placement review 
with university.
109
Clinical Dossier Placement Summaries and Contracts
Cover to be provided as necessary by Gillian Colville (Clinical Psychologist, 
Paediatric Psychology Service).
6. Log Book
To be kept and completed by trainee and signed by Supervisor at the end of the
placement.
7. Practicalities
- Use of desk in shared office, with telephone, to rotate as available.
- Clinic room slots on Thursday am (Room 4) and altemate Fridays (Room 9).
- Use of computer, department resources, secretarial support and hospital library..
8. Other Trainee obligations
- To obtain and wear hospital security badge at all times.
- To respect confidentiality.
- If concerns about child protection issues arise, trainee to take up concerns with 
supervisor in first instance, who will then advise on procedure.
- To document all contact relating to patients, including direct/indirect, telephone calls, 
ward visits.
- To promptly produce drafts of reports/letters for supervisor to check and advise on 
distribution.
- To ensure coding administration is up to date for all cases and completed by theend 
of placement.
- In case of sickness, to notify supervisor (or departmental secretary) on first day so 
appointments can be cancelled/covered; subsequently update supervisor on likely 
length of sick leave.
9. Other Supervisor Obligations
- To arrange induction programme for trainee and ensure availability of desk 
space/filing/ telephone/secretarial support.
- To arrange a balanced case load with respect to age/type of problem/in-patlent- 
outpatient mix,
- To observe trainee’s work with patients, their families and other professionals.
Date; l^ O O
Signatures:
Catherine Lane Sarah Waugh
Trainee Clinical Psychologist Chartered Clinical Psychologist
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2. Su m m a r y  OF C l in ic a l  C a se  R epo r t s
2.1 Adult Mental Health
2.2  Learning Disabilities
2.3 Children, Adolescents & Families
2.4 Neuropsychology (Specialist)
2.5 Older Adults
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2.1  A d u l t  M e n t a l  H e a l t h
A thirty-four-year-old woman with depression and adjustment difficulties. 
Referral and Presenting Problem
This client presented with a five-year history of low mood and anxiety, which had 
recently worsened following the ending of an extra-marital relationship. She currently 
described sleep and appetite disturbance, tearfulness, restlessness, and feeling on edge 
and “out of control”. She was finding it difficult to cope and was experiencing 
difficulties with her marriage and caring for her two children.
Initial assessment
The assessment included two assessment interviews, during which relevant information 
was obtained regarding the history of these difficulties, the client’s family, educational, 
occupational and marital history, and her underlying thoughts and beliefs. Her scores 
on the BDI and BAI indicated moderate/ severe depression and mild/ moderate anxiety.
Formulation
A cognitive model was used to formulate this client’s difficulties, incorporating Beck’s 
model of depression and Young’s schema-focussed approach. Underlying schema 
relating to achievement and control were evident, which had begun to cause difficulties 
for the client when she left a successful career to have her children. The ending of her 
extra-marital affair, which had temporarily allowed her to regain a sense of control, self­
esteem, and individual identity, acted as a trigger for the current “crisis”.
Intervention
The intervention, carried out over eight sessions, incorporated cognitive behavioural 
techniques and a particular emphasis on exploration of maladaptive schema.
Outcome
Changes occurred in this client’s self-reported difficulties, and in her scores on 
standardised measures. Both her BDI and BAI score decreased to fall within the non- 
clinical range (decreasing by 23 points and 10 points respectively). She reported that 
her relationships with her husband and children had also improved.
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2.2 L e a r n in g  D i s a b i l i t i e s
An assertiveness group for people with learning disabilities.
Referral and Presenting Problem
A number of clients known to a Community Team for People with Learning Disabilities 
had been identified as having particular difficulties with assertiveness, and a group 
intervention was considered particularly appropriate to address these difficulties.
Initial Assessment
Assessment included individual interviews, consultation with professionals involved, 
obtaining information fi'om case notes, and the completion of baseline measures. Six 
clients with mild/ moderate learning disabilities were selected as suitable for the group.
Formulation
Formulations were derived for each client incorporating issues relating to social and 
cognitive development, environment, opportunity and conditioning, which were thought 
to have contributed to a lack of assertiveness skills in these clients.
Intervention
Ten group sessions were provided weekly, facilitated jointly with an Assistant 
Psychologist and a Community Nurse. Using a cognitive behavioural firamework, 
sessions included presentation of relevant material, discussion, creative activities and 
role-play. Each session was videotaped to aid evaluation, to feed back observations, 
and to allow consideration of process issues.
Outcome and Evaluation
Group members were interviewed before, during and following the course of the group 
to evaluate understanding, progress and perceptions of the group. In addition, 
individuals completed a simple assertiveness rating scale developed by the facilitators. 
Five clients completed the group. Evaluation indicated improvements in clients’ 
understanding of assertiveness and in their behavioural responses to scenarios requiring 
assertiveness skills. Feedback from key-workers also suggested positive changes in 
behaviour outside of the group setting.
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2 .3  C h il d r e n . A d o l e s c e n t s  a n d  F a m il ie s
An adolescents difficulties with identity formation.
Referral and Presenting Problem
This 15-year-old was referred by the team psychiatrist due to concerns regarding 
“anxiety attacks” at school. He was known to the team following a diagnosis of ADHD 
at the age of 13 and subsequent management on Ritalin.
Initial assessment
Information was gained through an interview with the client and his mother, from the 
team notes, and through discussion with other professionals involved. This revealed a 
long history of complex difficulties and contact with professionals, and questions 
regarding motivation. A prescriptive approach had previously been unsuccessful.
Formulation
A formulation of this client’s difficulties drew on a number of models including 
developmental, attachment, and cognitive behavioural theories. The developmental 
tasks of adolescence were considered to be particularly important, especially in relation 
to the apparent impact of the ADHD diagnosis on the client’s identity formation.
Intervention
The intervention consisted of 12 weekly sessions with the client. On some of these 
occasions the client’s mother was seen separately by a colleague. The focus was 
initially on developing a therapeutic alliance. Projective techniques and the repertory 
grid technique were used to explore issues relating to the client’s identity and self- 
concept. In later sessions, cognitive behavioural techniques were incorporated to work 
on specific goals identified by the client. The therapeutic process was informed by 
reflection on the transference relationship within supervision.
Outcome
The client reported improvements in his mood, a reduction in “anxiety attacks” and 
increased school attendance, which were confirmed by other reports. Positive changes 
in ratings within the client’s repertory grid were also evident.
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2 .4  N e u r o p s y c h o l o g y  (SPECIALIST)
A neuropsychological assessment o f a sixty-six-year-old man following a stroke. 
Referral and Presenting Problem
This client was referred at the suggestion of his speech and language therapist due to 
self-reported memory difficulties. No potential reason for these difficulties was given.
Initial Assessment and Formulation
An initial assessment interview and information from the client’s medical notes 
revealed that he had experienced a “mild” stroke ten months previously, resulting in 
some speech difficulties for which he had been receiving input. No additional follow- 
up had been offered. He had been aware of memory difficulties since this time. Further 
information (including scans) suggested the possibility of diffuse vascular involvement, 
and a functional overlay was also considered.
Neuropsychological Assessment
A number of assessment tools were administered over four sessions to determine the 
nature and extent of the difficulties reported by the client. These included tests of pre- 
morbid functioning, general intellectual ability, memory, new learning, verbal fluency, 
visuospatial skills and executive fimctioning. Results suggested some generalised 
intellectual deterioration in addition to significant impairment in memory, new learning, 
object perception and executive functioning. The findings and history were consistent 
with diffuse organic impairment caused by a number of separate ischaemic episodes or 
a vascular dementia.
Outcome and Follow-up
The findings of the assessment and their implications were fed back to the client, the 
referrer and other professionals involved. The client was subsequently seen for four 
follow-up sessions to explore issues of loss and adjustment, and to work on strategies 
for managing his cognitive impairment. He reported positive changes in his ability to 
cope with day-to-day difficulties, and a subsequent improvement in his mood and stress 
level. A 9-month follow-up appointment was arranged with a colleague in order to 
monitor progress and reassess for further cognitive deterioration.
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2 .5  O l d e r  A d u l t s
Issues of attachment, loss and dependency for a seventy-three-year-old woman 
facing discharge from a day hospital service.
Referral and Presenting Problem
The day hospital referred this client due to concerns that she had become over­
dependent on the service would not consider discharge despite functioning well within 
the community. Ongoing difficulties relating to the loss of her husband three years 
previously were also mentioned.
Initial assessment
Information was obtained from team and day hospital notes, discussion with other 
professionals, and interviews with the client at the day hospital and at home. The client 
had a history of depression following losses, and difficulties in interpersonal 
relationships. Organisational issues were also considered.
Formulation
Early attachment experiences were thought to have contributed to this client’s tendency 
to form dependent relationships. In addition, her identity had become strongly defined 
by a role as wife and carer, to the exclusion of external supports and interests. The 
death of her husband and loss of an overly supportive staff member led to depression, 
anxiety and unresolved grief. The provision of support and medication, without 
addressing underlying issues, contributed to increased dependence on services and 
decreased self-esteem, self-efficacy and use of coping strategies.
Intervention
Ten sessions were carried out with the client individually to address issues relating to 
unresolved grief, loss and coping based on grief models and cognitive techniques. In 
addition, indirect input was provided with the other professionals involved.
Outcome
Positive changes were evident in the client’s subjective experience, behaviour and 
symptoms, and standardised measures indicated that she was coping well at the end of 
the intervention. Discharge from the day hospital was implemented at her own request.
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Auditing a clinical psychology service for children with 
learning disabilities.
November 1998 
Year 2
118
Research Dossier: Service-Related Research
Introduction
Learning disability services have undergone a huge amount of change in recent years, as 
an increased emphasis on normalisation and social role valorisation (Nirje, 1970; 
Wolfsenberger, 1983) has contributed to a move from institutional care of people with 
learning disabilities to care in the community. NHS Trusts have varied in the way they 
have organised their provisions of services for people with learning disabilities in light 
of this transition. For example, within some Trusts services for children with learning 
disabilities are provided within the Learning Disability service, while in other Trusts 
these children are seen within Child and Family services.
In the interests of continuity of care throughout the lifespan, and due to the particular 
expertise of some of the psychologists working within the learning disability service, 
the Clinical Psychology input to people with learning disabilities in the Trust described 
in this study has encompassed both children and adults, ranging in age from birth to 65 
years. During the period included in the following audit, children with learning 
disabilities within the trust were referred for Clinical Psychology services according to 
locality. Service A, provided by a Clinical Psychologist, an Assistant Psychologist, and 
at times a Trainee, served three localities. Service B, provided by a Clinical 
Psychologist and an Assistant Psychologist, served one locality. Both services were 
provided within Community Teams for People with Learning Disabilities and also took 
referrals for adults with learning disabilities.
A recent trust merger leading to possible reorganisation of services, and a desire to 
monitor services to children with learning disabilities more effectively, led to a need to 
clarify the structure and process of this service. An audit of this Clinical Psychology 
service for children with learning disabilities had never been formally carried out within 
this trust, and such an audit was thought to be of potential benefit and interest to the 
psychologists working within the service. It was intended that the information obtained 
from such an audit would provide clarification of the number and type of referrals to the 
service, and would highlight areas in which the service could be provided more 
effectively. Service evaluation has become a central aspect of the NHS, with the need
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for such evaluative information often arising from purchasers, NHS Trust management, 
and for use within teams themselves (Tilbrook, 1997).
A lack of published clinical audits in clinical psychology in the UK is revealed in the 
literature (Cape, 1995; Barry & Jones, 1997; Halstead, 1996), and in the field of 
learning disabilities there are particularly few papers. Several authors have suggested 
the need to undertake audits as part of an ‘audit cycle’ (Firth-Cozens, 1993; Cape, 1995; 
Barry & Jones, 1997; Halstead, 1996), within which a practice is reviewed, standards 
are set, practice is observed in relation to these standards, change is implemented where 
necessary, and the cycle is later repeated. The current project is designed to achieve the 
first of these stages: to provide a description of the service as it is now, which can be 
used to set standards for the service against which future audits can be compared.
Method
Sample
An audit was carried out of the case files of all clients between the ages of 0 and 19 seen 
within the service within a twelve month period (1st April 1997 to 31st March 1998). 
Non-learning disabled children were seen by a Clinical Psychologist providing a Child 
and Family service. This time period was chosen as it was considered to be the period 
that would give the most recent data while still being representative of the service (i.e. 
not covering the period following the merger).
Procedure
The case files of the 45 clients seen within the service during this period were reviewed 
by the current author according to criteria agreed between the author and one of the 
Clinical Psychologists providing the service. Files for all cases that fulfilled the 
inclusion criteria were traced and included in the audit (i.e. there were no missing case 
files). The variables selected for auditing were those predicted to provide an adequate 
description of the service to consider possible future developments.
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It was considered important to obtain data relating to: -
• the type of cases referred to the service, including demographic details 
and diagnosis;
• the nature of the referral, including referral source and reason for referral 
(i.e. presenting problem as described by referrer);
• the management of the case by the service, including date of referral and 
date of first contact (to allow a calculation of waiting time), the number 
of direct contacts, and the outcome of the case in terms of whether it was 
ongoing, discharged, dropped out, or referred on;
• the type of service provided, including the nature of intervention offered 
and by whom;
• other professionals involved, to give some information on the wider 
services involved in the case and the need for liaison and consultation;
• the locality, to allow a comparison between services.
The data form was designed for ease of completion and data entry (see Appendix 1), 
and was piloted by the author on the first ten case files from the sample and reviewed 
prior to proceeding with the audit. This allowed the identification of variables that had 
been omitted from the initial form. Where data was consistently missing from case files 
an attempt was made to obtain this information directly from the psychologists involved 
in the case or via other sources (e.g. team referral books).
Completins the audit cycle
Following the case note review, the data was entered on computer spreadsheets and 
percentages, pie charts and graphs produced for clarity of presentation. The results 
were then fed back to the Psychologists involved in the service in order to discuss the 
implications and decide on the setting of future standards for the service.
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Results
Number o f clients seen within service
A total of 45 clients were seen within the service during the 12 month period; 27 (60%) 
were seen within Service A and 18 (40%) within Service B.
Service A provided a service to three localities:
Locality A1 provided 16 (59%) of the referrals to this service;
Locality A2 provided 6 (22%) of the referrals to this service;
Locality A3 provided 5 (19%) of the referrals to this service.
Service B served one locality, Bl, from which all 18 referrals came.
Chart 1 illustrates the division of the total referrals between localities :-
Chart 1: Number of clients seen within each locality
A1, 35.6%, (n=16)
B1, 40.0%, (n=18)
A2, 13.3%, (n=6) 
A3, 11.1%, (n=5)
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Age
The mean age of clients at referral was 9 years 5 months, ranging from 4 years 1 month 
to 18 years 3 months.
Gender
31 (68.9%) of the clients were male and 14 (31.1%) were female. In Service A, 19 
males (70.4%) and 8 females (29.6%) were seen, while in Service B, 12 males (66.7%) 
and 6 females (33.3%) were seen.
Diagnosis
Diagnoses were broken down into categories as follows
(a) generalised learning disability or global developmental delay
(b) autistic spectrum disorders
(c) specific genetic syndromes or chromosomal abnormalities other than 
Down’s syndrome
(d) Down’s syndrome
(e) Missing data
The diagnoses for clients within the whole service are illustrated in Chart 2 (using the 
codes above), while the services are illustrated separately in Charts 3 and 4.
Chart 2: Diagnosis of clients seen within whole service
(e) n=3, 6.7 %
(d) n=3, 6.7 %
(c) n=7, 15.6 %
1=13, 2 8 .9 %
(a) n=19, 42.2%
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The distribution of diagnoses for the two services separately were as follows: 
Chart 3: Diagnosis of clients seen within Service A
(e) n=1,3.7%
(d) n=3,11.1 %
(a) n=9, 33.3 %
(c) n=5,18.5 %
(b) n=9, 33.3 %
Chart 4: Diagnosis of clients seen within Service B
(e) n=2, 11.1 %
(c) n=2, 11.1 %
(b) n=4,22.2%
(a) n=10, 55.6%
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As the charts illustrate, the majority of the total referrals have a diagnosis of generalised 
learning disability of global developmental delay, with a large proportion also having 
received an autistic spectrum disorder. A smaller proportion of referrals had been 
diagnosed with a specific genetic syndrome, including Angelman’s syndrome. Fragile X 
syndrome, and Klinefelter (XXY) syndrome, and Down’s syndrome represented only a 
small number of referrals.
The main differences between the two services include the higher proportion of 
generalised learning difficulties as opposed to autistic spectrum disorders in Service B. 
Service A, meanwhile, had significantly more referrals diagnosed with a specific 
genetic condition.
Information regarding the diagnoses of clients was dependent on this data being readily 
available in the case file, and obviously relied on an accurate diagnosis being given. 
This information, where available, was generally provided by the referrer, and was more 
easily obtained from case files within Service A due to the presence of clear referral 
forms containing such information. Service B therefore presented with a larger amount 
of missing data for this variable.
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Reason for referral
The main reasons for referral, as described by the referrer, are summarised in Table 1.
Table 1
No. of cases Percentage Reason for referral
23 (51.1%) Behaviour problems
5 (11.1%) Toileting problems
4 (8.9%) Psychometric assessment requested
3 (6.7%) Feeding problems
3 (6.7%) Assessment & support for parent with LD
1 (2.2%) Sleep problems
1 (2.2%) Self-injurious behaviour
1 (2.2%) Parental difficulty in adjusting to LD
1 (2.2%) Family issues
1 (2.2%) Communication and social difficulties
1 (2.2%) Emotional difficulties
1 (2.2%) Child protection issues
It can be seen that a wide range of reasons were given for referral, and over half of the 
referrals were for “behaviour problems”. It should also be noted that more than one 
reason for referral was often provided, and the table above simply represents the “main 
reason” identified in the case files.
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Referrer
Clients were referred by a wide range of different professionals. The number of clients 
referred by each professional group was as follows
Chart 5: Referrers of clients within the whole service
Missing data, n=4, 8.9 %
Hosp. Consultant n=1, 2.2 % 
Psychiatrist, n=1, 2.2 % 
Health Visitor, n=1, 2.2 %
Dietician, n=2, 4.4 % 
Clin Psych (C&F) n=3, 6.7 %
School, n=6, 13.3 %
Community Nurse n=10, 22.2 %
Social Worker, n=9, 20.0 %
Paediatrician, n=8,17.8 %
Chart 6: Referrers of clients within Service A
Psychiatrist, n=1, 3 .7  %
Dietician, n=2, 7 .4  %
Clin Psych (C&F) n = 3 ,11,1 %
Community N urse n=10, 37 .0  %
School, n = 3 ,11.1
Paediatrician, n = 3 ,11.1 %
Social Worker, n = 5 ,18.5 %
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Chart?: Referrers of clients within Service B
M issing Data, n=4, 22 .2  % /  ^  Social Worker, n=4, 22 .2
Hosp. C onsultant n=1, 5 .6  %
Health Visitor, n=1, 5 .6  9
Paediatrician, n=5, 27 .8  '
School, n=3, 16.7 %
As indicated in Chart 5, the majority of the total referrals came from Community Nurses 
(LD), Social Workers/ Social Services, Paediatricians, and Schools. The two services 
were very different in the sources of their referrals, with Service A receiving referrals 
from a wider range of sources, and over a third from Community Nurses. Service B, 
meanwhile, received no referrals from Community Nurses and a larger proportion from 
Paediatricians. Furthermore, for nearly a quarter of the referrals to Service B this data 
was missing. This appeared largely due to the nature of the referral system in this 
service, with referrals often received informally and no record kept in the case file.
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Other professionals involved
All the clients seen within the service had at least one other professional actively 
involved in their care, often requiring multi-agency and multidisciplinary working. 
Figure 1 summarises the number of other professionals involved in each case:-
Fiaure 1 : Number of other professionals involved
2 3 4 5
N um b er o f  oth er  p ro fe ss io n a ls  involved
The mean number of other professionals involved was 3.8 (range 1 to 7). Table 2 
illustrates the frequency of involvement of other professionals: -
Table 2 No. of cases %
Community Nurse (LD) 30 66.6
Paediatrician 24 53J
Speech & Language Therapist 18 40.0
Health Visitor 18 40.0
Social Worker 17 37.8
School Nurse/ Medical Officer 17 37.8
Educational Psychologist 16 35X5
Occupational Therapist 7 15.6
Physiotherapist 7 15.6
Dietician 6 13.3
Hospital Consultant 6 13.3
Psychiatrist 5 11.1
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It can be seen that Community Nurses were the most likely professionals to be involved 
in the cases according to the case files. The figures suggest that there are generally a 
large number of other professionals involved with such referrals, and it should be noted 
that these figures are likely to be an underestimate, as only those professionals 
mentioned in the case notes could be included.
Waitins time
The mean length of time between referral and first appointment was 1 month 11 days 
(ranging fi*om 8 days to 4 months 11 days). In Service A the mean waiting time was 1 
month 26 days (ranging firom 8 days to 4 months 11 days), while in Service B the mean 
waiting time was 29 days (ranging fi*om 8 days to 2 months 1 day).
Number o f direct contacts
The average number of direct contacts with the client and/or their parent(s) during the 
twelve month period was 7.36 (ranging from 1 to 31). Within Service A the mean
number of direct contacts was 8.79 (ranging from 1 to 31). In Service B the mean
number of direct contacts was 9.92 (ranging from 1 to 24). However, this data was
missing for a large number of clients (10) fi*om Service B.
Length o f intervention
For the 18% of clients who had been discharged, the mean length of the intervention 
(between date of first appointment to date of discharge) was 14 months and 25 days 
(ranging from 2 months 14 days to 34 months 18 days).
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Nature o f intervention
The majority of cases involved more than one type of intervention, and a summary of 
the types of intervention method used is presented in Table 3: -
Table 3 No. of cases (%)
Parental support and advice 33 (73.3%)
Behavioural programme 32 (71.1%)
Psychometric assessment 9 (20.0%)
Attendance at a parenting group 3 (6.7%)
Individual therapy with the child 3 (6.7%)
Involvement in statementing 3 (6.7%)
Child protection work 2 (4.4%)
It can be seen from the data that the majority of cases involved parental support and 
advice and a behavioural approach. It should be noted, however, that this was one of 
the less reliable variables as rating of the type of intervention relied on information 
available in the case notes and may have involved a degree of subjectivity.
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Outcome
The outcome of the cases at the end of the period of audit is illustrated in Chart 8:-
Chart 8: Outcome of clients seen within service
Missing data (n=9), 20.0 %
Referred on (n=1), 2.2 % 
Dropped out (n=1), 2.2 %
Ongoing (n=26), 57.8 %
Discharged (n=8), 17.8 %
As the chart indicates, less than a quarter of the cases had been discharged, referred on 
or dropped out, while over a half remained on the caseload. It should be noted that in 
20% of cases it was not possible to establish the outcome of the case. This was mainly 
a difficulty in auditing case files in Service B, where several cases appeared open yet 
there was no evidence in the file that they were still being seen.
Discussion
The audit showed that the psychology service for children with learning disabilities in 
this Trust saw children with a wide range of presenting problems and diagnoses. 
Children described as having generalised learning disabilities, autistic spectrum 
disorders, and specific genetic conditions were all commonly seen, with behaviour 
problems the most frequent reason given for referral. Children across the age range
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were represented in the referrals. In terms of gender, the ratio of males to females seen 
within the service was approximately 2:1.
Waiting time generally fell within the Trust standard of 8 weeks, with a mean waiting 
time of 1 month 11 days, although there was a large range in waiting time. Waiting 
time appeared to be longer for cases seen by Assistant Psychologists and Trainee 
Psychologists, perhaps due to a tendency to keep suitable referrals imtil someone was in 
post. In discussion of the results the Psychologists working within these services 
thought that waiting time was an important issue as they had experienced situations 
where referrers and managers may have considered alternative means of meeting the 
needs of clients as a result of psychology waiting lists. It was therefore considered that 
waiting time should be monitored more closely to ensure that the Trust standard of 8 
weeks is continually being met. It was also decided that routine practices could be 
changed to ensure that a first contact would always be made to the client, informing 
them that the referral had been received and giving some indication of the length of time 
they may have to wait to be seen within the service.
The diversity of the type of work carried out within this service is indicated by the data 
relating to the number of contacts and the length of intervention. Clients ranged firom 
those seen for an assessment or discrete piece of work to those followed up over several 
years. The large number of other professionals often involved with these clients 
illustrates the context of such psychological interventions within a wider network. This 
clearly involves a considerable amount of indirect work, consultation and administrative 
duties, in addition to direct contacts.
As a preliminary stage in the audit cycle, the data collected in this project provides a 
description of the structure (i.e. who is providing the service, types of referral, etc.), and 
some aspects of the process (i.e. waiting time, length of intervention, number of 
sessions, etc.) of the service. A full service evaluation would clearly require 
consideration of all aspects of the service, including structure, process and outcome 
(Murray & Hewitt, 1996). A particular weakness of this audit is the lack of inclusion of 
client and consumer views, the importance of which has been highlighted by Cape 
(1995).
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In carrying out the audit it became evident that a significant amount of the information 
required was not readily available. Record keeping practices and the organisation of 
case notes meant that basic information such as referrer, date of referral, number of 
direct contacts, and nature of intervention was often difficult to obtain. This clearly has 
implications for future audits as well as for the functioning of the service itself.
Some interesting differences were observed between the two parts of the service, 
particularly in types of referral and source of referral. Differences in the organisation of 
these services (in terms of record-keeping practices, recording of referral information, 
etc.) also became evident through the practice of carrying out the audit. In feeding back 
the results, the Psychologists involved were keen to identify these differences and where 
possible to learn fi*om the strengths of the other part of the service and to set co­
ordinated standards. For example, it was agreed that a user-fi*iendly recording sheet 
could routinely be introduced for each file to include basic information such as referrer, 
date of referral, reason referred, other professionals involved, and dates seen, in addition 
to demographic information. This would provide easy reference for those working with 
the client and would make future audits much easier.
It is difficult to determine whether the description of the service for this particular 
twelve month period bears any similarity to previous years, or can predict the nature of 
the service in future years.
The audit clearly needs replication following the recent Trust merger. It would also be 
useful to compare the data obtained in the audit with service provision for adults with 
learning disabilities, and to consider the findings within the context of the learning 
disability service as a whole. As already mentioned, it would also be important for 
future audits to consider outcome, in terms of the results of the interventions offered and 
the views of the users of the service.
In summary, the project was felt to be useful in highlighting the nature, strengths and 
weaknesses of the service, and future audit projects are planned to aid the development 
of this service in the current climate of change.
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15 December 1998
Dear Catherine
Thank you very much for sending the final copy of your Audit which I will ensure is left 
for my replacement who can follow up the recommendations and continue the process.
I would also like to take this opportunity to thank you for presenting the results and 
recommendations of the Audit to fire departmental meeting on November 6***. I know the 
otfier members of the department found ftiis useful
If you have further need to contact me I will be at BHB Community Trust Tel.
No. 01708 465000 or œntact me at home.
Best wishes for the future.
Yours sincerely.
Jill Moorfaoiise 
Clinical Psychologist
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Introduction
Breast cancer is a major health issue, experienced by one in twelve women at some 
point in their lives (Wilkinson & Kitzinger, 1993). A vast literature has emerged 
investigating the psychosocial, psychiatric and sexual dysfunction associated with the 
diagnosis and treatment of breast cancer. Researchers have suggested that breast cancer 
not only causes potential pain, suffering and the possibility of death, but that it can also 
impose a threat to a woman’s self-concept, self-esteem, and feminine identity (Reaby, 
Hort & Vandervord, 1994).
Growing concerns regarding the psychiatric morbidity following the treatment of breast 
cancer by mastectomy has led to technical advances in surgical techniques including 
breast conserving surgery (lumpectomy) and breast reconstruction. However, such 
developments do not appear to have led to the expected improvements in quality of life 
domains, and the question regarding which variables predict a better outcome for which 
women has yet to be answered.
Changes in patient involvement in treatment decisions mean that women receiving a 
diagnosis of breast cancer are now faced with making difficult decisions about 
treatment. The options may include a lumpectomy (in which only the portion of the 
breast encompassing the tumour is removed), and mastectomy (in which the whole 
breast is removed). If mastectomy is chosen, women are frequently offered the option 
of breast reconstruction, either immediately or at some time interval post-mastectomy. 
Chemotherapy and radiotherapy may also be offered as adjuvant treatments. 
Researchers have attempted to compare all of these treatments in terms of the impact on 
women’s subsequent psychological adjustment, sexual functioning and body image.
Research has largely focussed, therefore, on the impact of breast cancer treatments, 
rather than the diagnosis itself. The period between diagnosis and treatment is 
inevitably a stressful one, with women attempting to adjust to the news and the threat to 
their lives while also taking some part in the decision-making process. The way in 
which women are given information and go about making such decisions has been the
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focus of some recent research. The literature has also considered the impact of giving 
women a choice of treatment.
These factors may all play a part in determining the impact that the experience of breast 
cancer has on the individual. Despite the abundance of research examining 
psychological adjustment after treatment for breast cancer, few studies have focused on 
individual meanings and attitudes of women faced with such a diagnosis, particularly in 
the pre-treatment stage when the initial adjustment to the diagnosis begins.
In order to consider our current knowledge of the impact of the diagnosis of breast 
cancer on women’s self-image and psychological functioning, the existing literature in 
each of the areas outlined above will be explored.
Do different treatments predict psychosocial outcome?
The assumption that the loss of a breast is one of the most difficult aspects of the 
experience of breast cancer has led to speculation that treatments which allow the breast 
to be conserved or reconstructed may lead to a reduction in psychosocial and sexual 
dysfunction. A large amount of research has therefore focussed on possible differences 
in outcome for women undergoing mastectomy, mastectomy with reconstruction, or 
lumpectomy. To a lesser degree, research has also considered whether women 
receiving these different treatments also differ pre-operatively. These findings will be 
explored below.
Mastectomy with or without breast reconstruction
Since breast reconstruction has become more widely available, several studies have 
been carried out investigating the potential impact of this procedure on women 
undergoing mastectomy. One of the main questions raised in a recent N.H.S. document 
was “is there evidence that breast reconstruction improves quality of life to the extent 
that it should be routinely offered?” (N.H.S. Executive, 1996). A number of claims 
have been made for breast reconstruction, including its ability to give a “satisfactory 
result to the majority of women” and to “improve quality of life and reduce psychiatric
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morbidity” (Cooper, Webster & Bell, 1984). Unfortunately, these claims have often 
been based on subjective experience rather than objective, reliable research data.
Goldberg, Stolzman and Goldberg (1984) investigated the attitudes of two groups of 
women who differed in whether or not they chose to later receive breast reconstruction 
following mastectomy. Women were interviewed following a period of at least six 
months post-mastectomy, before any of the women received reconstruction. Results 
indicated that the women choosing reconstruction reported having experienced the 
mastectomy as a more serious blow to their self-esteem, having a poorer body image, 
being more dependent, having less positive support systems, and having more 
investment in the breast as a sexual symbol, compared with the group not choosing 
reconstruction. Following the reconstruction most women expressed improved self- 
concept and body image, although the authors fail to report any figures or significance 
levels for these findings. The authors also state that “a few” women reported more 
depression following the reconstruction than before. Unfortunately, this study is limited 
by very small numbers (only fifteen per group), no use of standardised measures, and no 
statistical comparison.
A retrospective study of the “psychologic” and “aesthetic” results of breast 
reconstruction was carried out by Filiberti et al. (1986), based on eighty-four women 
who had previously undergone mastectomy. No control group was used. Seventy-six 
percent of the respondents reported being “substantially satisfied” with the aesthetic 
results of their operation. Reasons given by women for choosing reconstruction were, 
in order of frequency, the desire to have a fixed prosthesis, to make the scars of the 
mastectomy seem less apparent, to improve body image, to prove to themselves that 
they had overcome the disease, and to fulfil their partner’s requests. This study offered 
only descriptive data, no pre-reconstruction data was collected, and no details of the 
questionnaire used are provided. Furthermore, the study suffered from a very low 
response rate, with women who were younger or who had a less favourable prognosis 
being less likely to respond. Given these limitations, the authors’ global conclusions 
that “breast reconstruction is indeed an element o f prime importance to mastectomised 
women, especially for their physical and psychological rehabilitation” (p.587) seem 
premature.
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A  reduction in psychiatric morbidity three months post-mastectomy was reported in a 
study comparing women who received immediate breast reconstruction and those not 
offered a reconstruction until twelve months later (Dean, Chetty & Forrest, 1983). Pre­
operative marital relationships and mental state were also found to predict psychiatric 
outcome at three months. However, the benefits of reconstruction in psychiatric case 
rate appeared to apply only for women with unsatisfactory marriages prior to the 
operation. No significant differences were still evident at twelve months post­
mastectomy. Again, this study suffers from some methodological difficulties. Only 
half of the original sample consented to enter the trial, leading to possible selection bias. 
Women were not offered a choice of whether or not to have a reconstruction, and were 
only aware to which condition they had been allocated after the surgery. As with other 
randomised trials in this area, it has been hypothesised that women with a greater sense 
of autonomy (who may be expected to cope better psychologically) may be less likely 
to accept randomisation, therefore producing bias in the sample.
Assumptions that mastectomy automatically results in psychiatric morbidity caused by 
altered body image has been challenged in more recent studies. For example in a well 
designed study by Reaby et al. (1994) either no difference or a benefit in favour of the 
mastectomy group was found when comparing body image, self-concept and self­
esteem. Groups consisted of women who had experienced mastectomy and 
reconstruction, women who had experienced mastectomy alone, and women who had 
never experienced mastectomy. Significant differences in attitudes towards mastectomy 
were not found between women who underwent reconstruction following mastectomy 
and those who did not (Reaby & Hort, 1995).
O’Gorman and McCrum (1988) compared the self-perceptions of women who had 
undergone mastectomy with or without reconstruction. Group membership was 
determined by non-random factors, but women in the mastectomy only group were not 
given the option of reconstruction. Using a semantic differential method, women 
retrospectively rated concepts about themselves in terms of “me before my operation”, 
“me without a breast”, and “me, my life now”. At the time of the post-operative 
interview, women from both groups were found to share similar views of themselves, 
with the only significant differences being a less favourable view of selves
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preoperatively for the reconstruction group on evaluative and passive/ active 
dimensions. These women also viewed their illness as more life-threatening. As the 
authors note, the retrospective nature of the ratings make it impossible to conclude 
whether a difference in attitude existed pre-operatively between the two groups, or 
whether the results reflect differences in the way women adjust to their situation post- 
operatively.
Further research has considered the timing of breast reconstruction following 
mastectomy in relation to outcome. This has been partly based on speculation that 
delaying breast reconstruction may allow women a greater opportunity to appreciate the 
reconstructed breast, or alternatively that immediate reconstruction may lessen the 
trauma of breast loss (Schain, Wellisch, Pasnau & Landsverk, 1985). Findings in this 
area have also been unclear. For example, Schain et al. (1985) found no clear 
advantages or disadvantages to the timing of reconstruction, while Mock (1993), in a 
large study, found that women treated with delayed reconstruction reported 
retrospectively more satisfaction with their bodies than those treated with immediate 
reconstruction. Stevens et al. (1984) found that women who chose immediate 
reconstruction reported retrospectively more concerns about the effect of the 
mastectomy on their feelings of femininity, sexuality and body symmetry than those 
choosing delayed reconstruction. Common reasons given by women in these studies for 
choosing reconstruction included a desire to wear more types of clothing, to feel more 
balanced, feminine and “whole”, to be less preoccupied with their physical state and 
their cancer. However, some difficulties with these studies include forced choice 
between limited responses provided by the authors, small group numbers, no pre­
reconstruction measures meaning that no information is available on actual differences 
between the groups prior to reconstructive surgery, and a lack of statistical analyses. 
The authors of these studies have generally concluded, given these findings, that there 
appear to be large individual differences for women in terms of their experiences of 
breast cancer, mastectomy and reconstruction, and the optimum timing of treatment.
It would appear, then, that research investigating the impact of breast reconstruction on 
women undergoing mastectomy has led to inconsistent findings, with no clear 
relationship emerging between reconstruction and outcome variables such as psychiatric
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morbidity, body image, and sexual and social functioning. Interpretation of findings is 
made more difficult by the questionable methodology of much of the existing research. 
However, despite the poor quality of many of these studies, in the absence of more 
reliable findings it is these studies that form the basis for guiding surgeons in making 
treatment decisions, as evident in a recent NHS Executive document which provides 
guidance for purchasers (NHS Executive, 1996).
Mastectomy compared with lumpectomy
Interest has developed in the possibility that lumpectomy would provide an alternative 
treatment to mastectomy which would be less invasive and may lead to less 
psychosocial morbidity. However, as with the breast reconstruction research, findings 
have been mixed. Lumpectomy has been compared with mastectomy alone and with 
mastectomy followed by breast reconstruction. Much of this research has been 
retrospective. For example, Noguchi et al. (1993) compared a group of women who had 
chosen lumpectomy with a group that had chosen mastectomy with immediate breast 
reconstruction. No differences in sexual adjustment and fear of recurrence were 
reported between the two groups, although body image was rated as significantly better 
in the lumpectomy group who also reported a higher level of satisfaction with their 
surgery. These findings should, however, be interpreted with some caution; in addition 
to using unstandardised measures, it remains unknown whether the groups differed 
preoperatively on a number of demographic, clinical and psychological variables, and 
causality can therefore not be inferred.
Mock (1993) also found post-surgical body image to be better in women treated with 
lumpectomy compared with those treated with mastectomy alone, or mastectomy with 
reconstruction. This study had the advantage of large group sizes, although 
assumptions regarding causality can still not be implied as no information is available 
on body image prior to treatment. Similar findings were reported by Wellisch et al. 
(1989), who found that lumpectomy patients reported a greater sense of desirability in 
addition to a more intact body image. No differences between groups were evident for 
frequency of sexual relations or psychological symptomatology. This study was also 
retrospective and was limited by small sample sizes.
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Using standardised measures, Leinster, Ashcroft, Slade & Dewey (1989) found few 
differences between women undergoing mastectomy with or without reconstruction, or 
lumpectomy, in terms of psychological morbidity, body satisfaction, self-esteem, or 
marital satisfaction. In fact, the authors found all groups to have good psychosocial 
adjustment compared to population norms, which they put down to individual tailoring 
of treatment choice to each woman’s needs. Again, this study is limited by small group 
numbers.
Speculation has emerged that variables other than local treatment choice may contribute 
to, or be responsible for, differences in quality of life and psychological adjustment in 
breast cancer patients. For example, in a study comparing women who had been treated 
by lumpectomy with those treated by mastectomy and reconstruction, Schover et al. 
(1995) found that chemotherapy rather than choice of local treatment was related to 
greater sexual dysfunction, poorer body image, and more psychological distress. A 
troubled marriage and sexual dissatisfaction also predicted increased psychological 
distress. The authors found that the majority of women were well adjusted 
psychologically by two years after surgery regardless of treatment choice. Meanwhile, 
Moyer and Salovey (1999) also found that type of local treatment was not related to 
psychological functioning, while perceptions of social support and psychological 
functioning were correlated with each other.
Therefore, although a great deal of research has focused on primary surgical techniques 
(i.e. lumpectomy or mastectomy) as major determinants of outcome, most research has 
failed to lend consistent support to this assumption. The benefit of conserving or 
reconstructing the breast in terms of women's adjustment and quality of life now 
appears smaller than was originally anticipated. The selection of patients for different 
treatments, the optimum timing of surgery, and the advantages and disadvantages of 
different approaches remains largely under debate. This has led researchers to consider 
the contribution of other variables to psychosocial outcome, such as the degree of 
choice women have in their treatment.
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Treatment decision-making in women diagnosed with breast cancer
Does the decree o f choice o f treatment for breast cancer affect vsvchosocial outcome? 
The lack of clear evidence differentiating outcome based on different surgical 
treatments for breast cancer has led researchers to consider whether the degree of choice 
in treatment decisions may contribute to outcome. However, findings in this area 
appear to have been equally inconsistent. Morris and Royle (1988) found rates of 
clinical levels of anxiety and depression preoperatively and up to two months 
postoperatively to be higher in women who were not offered a choice of surgery and 
their husbands than those who were offered a choice. However, no significant 
differences persisted at six months, and group sizes were small.
Findings by Ashcroft, Leinster and Slade (1985) and Leinster et al. (1989) also suggest 
that taking part in treatment decision-making and choosing one’s own treatment may 
have a positive impact on psychological adjustment to breast cancer treatment. 
However, it should be noted that in these studies women had considerable information 
and support in making these decisions. A number of studies have found that offering 
women a choice of treatment whenever possible may have a positive impact on 
psychiatric morbidity, but that surgeon type and the manner in which treatment 
decisions are made are also likely to influence outcome (Fallowfield, Hall, Maguire & 
Baum, 1990; Fallowfield, Hall, Maguire, Baum & A’Hem, 1994a, 1994b).
It has been suggested that offering women more autonomy in the decision-making 
process may have disadvantages as well as advantages, as this may lead women to 
assume responsibility for treatment outcome, which could lead to problems if treatment 
is unsuccessM (Fallowfield et al., 1990; Fallowfield et al., 1994a). Fallowfield (1997) 
distinguishes between wanting to be involved in the decision-making process, and 
wanting to assume ultimate responsibility for decision-making. The desire for more 
information about one’s disease and treatment and wanting to take an active role in 
decision-making may therefore vary on an individual basis.
Other studies have found, meanwhile, that when offered a choice between selecting 
their own treatment for breast cancer or entering into a trial where treatment would be
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chosen for them, the large majority of women chose to select their own treatment and 
appeared to benefit from the high degree of control this gave them (Leinster et al., 1989; 
Wilson, Hart & Dawes, 1988).
What factors influence women's choice o f treatment?
As patients become increasingly involved in decision-making regarding their own 
treatments, it seems important to identify which factors influence women’s choice 
treatment. However, surprisingly little research has focused on this question.
The decision between treatments has not proven to be as straightforward as may have 
once been expected. For example, considerable numbers of women appear to opt for 
mastectomy even when less mutilating surgery is available (Fallowfield, 1997; Wilson 
et al., 1988). Concerns about local recurrence and a wish to avoid radiotherapy have 
been cited as some reasons for this choice (Fallowfield, 1997), although a complex 
picture remains.
Age has long been considered a likely factor influencing choice of treatment, but again 
there appears no straightforward relationship. There is some evidence that women who 
are younger and who express a greater degree of concern about appearance are more 
likely to choose lumpectomy, or reconstruction when a mastectomy is necessary 
(Ashcroft et al., 1985; Leinster et al., 1989). However, Fallowfield et al. (1990) found 
that age did not affect women’s choices between lumpectomy and mastectomy, while 
Hughes (1993) found that lumpectomy was selected significantly more frequently by 
older women.
In a study of newly diagnosed breast cancer patients, Hughes (1993) investigated the 
relationship between information and treatment choice. Findings failed to show a 
significant relationship between choice of treatment and the amount of information 
received during the clinic visit, or the manner of presentation. However, the amount of 
information obtained prior to the clinic visit, particularly from the lay media, relatives, 
friends and educational brochures was significantly higher for women who chose 
mastectomy. Women’s perceptions of their surgeon’s preference were also found to 
influence treatment choice, although this did not relate to surgeons’ actual preference.
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How do women make decisions about treatment for breast cancer?
The process of decision-making between diagnosis and beginning treatment has 
received inadequate attention in the literature. The research that has been carried out 
suggests that women vary in the role they take in the process and in the type of 
information they require.
Reaby (1998a) investigated the decision-making patterns used by women choosing 
between breast reconstruction and external prostheses following mastectomy. Five 
patterns of decision-making emerged from the data. The most common pattern in the 
prosthesis group was “sideliner” (uncritically adopting any alternative that is easy and 
simple to implement), while in the reconstruction group the most common pattern was 
“contented” (passively accepting minimum information on alternatives because of a 
preference toward a particular type). None of the women in the study used the 
“enlightened” pattern, which included active information-seeking behaviour and 
deliberation of alternatives. However, decision-making information was reported 
retrospectively (in some cases as long as seven years after the decision was made), and 
it is therefore difficult to determine whether this accurately reflects individuals’ actual 
decision-making behaviour.
In a study of coping patterns during decision-making among women who chose 
mastectomy, Reaby (1998b) found that none of the women in the study used a “quality 
decision-making” coping pattern. Many women chose mastectomy despite being 
offered the choice of lumpectomy, with one apparent reason being a belief that 
mastectomy was necessary in order to save their lives. This belief is contrary to clinical 
evidence, which suggests that many early cases of breast cancer are equally well treated 
with both options. The author suggests that women’s decision-making is affected by 
the stress and urgency within which they must make the decision, causing them to be 
‘‘influenced by strong emotions and subconscious motives, confusion, and pressure 
relating to their need for self-preservation ” (p.260). She concludes that women need to 
be offered opportunities to clarify their own feelings and examine what values are at 
stake in their decision. Unfortunately, this study was also retrospective, and focused 
exclusively on women who had chosen mastectomy.
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Pierce (1993) collected descriptive information during the decision-making process 
itself. This qualitative data suggested that decisions were made based on the perceived 
salience of alternatives, decision conflict, information seeking, risk awareness, and 
deliberation, with individual decisional style determining the degree to which each of 
these factors played a part. The implications of decisional style on treatment choice, 
coping and adjustment remain unclear.
What quantity and type o f information do women require when making treatment 
decisions?
Fallowfield (1997) has suggested that the communication between women and their 
surgeon, and women’s satisfaction with the information they receive, may be more 
important in determining psychological adjustment than whether or not they are given a 
real choice of treatment. Women’s perceptions of communication problems between 
themselves and their health care providers has been found to be related to later 
psychological adjustment (Lerman et al., 1993), although the degree to which other 
variables interact in this relationship and the direction of causality are difficult to 
determine. The type and amount of information which women with breast cancer want 
at different points in the diagnosis and treatment process also remains unclear.
At the time when women are making decisions about treatment it appears that 
individuals vary greatly in the type and amount of information they desire (Hack, 
Degner & Dyck, 1994; Bilodeau & Degner, 1996). It has been suggested that such wide 
variation necessitates the generation of individual profiles when determining women’s 
information needs and preferred roles in practice (Bilodeau & Degner, 1996).
However, information needs may also change over time (Luker, Beaver, Leinster & 
Owens, 1996; Graydon et al., 1997). During early treatment for breast cancer, women 
have been found to report high information needs irrespective of type of treatment (i.e. 
surgery, chemotherapy or radiotherapy). At this time, women have reported particular 
requirements for information about their disease, investigative tests and treatments, and 
especially about how to recognise a recurrence (Luker et al., 1996; Graydon et al.,
1997). One difficulty with these studies, however, is that merely by asking women 
about their information needs the importance women place on these needs may increase.
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Information preferences may be related to women’s desire for involvement in treatment 
decisions, with women who prefer an active role in treatment decision-making desiring 
more detailed information regarding diagnosis, treatment alternatives, and treatment 
procedures (Hack et al., 1994). Bilodeau and Degner (1996), however, found a large 
degree of incongruence between women’s preferred and actual role in treatment 
decision-making. This may be problematic, as maintaining a sense of psychological 
control may be important for psychological adjustment to a life-threatening situation 
such as breast cancer, and feeling informed and active in the decision-making process 
may contribute to this sense of control (Hack et al., 1994).
In a large study investigating information and participation preferences among patients 
with a variety of cancer diagnoses, Cassileth, Zupkis, Sutton-Smith & March (1980) 
found that a desire to be well informed and to participate in treatment decisions was 
significantly related to age, with younger patients preferring this more active role. 
Taking this role was also found to be positive in terms of outcome, with these patients 
reporting significantly more hopefulness.
Unfortunately, much of the research into decision-making and informational needs in 
women with breast cancer has been retrospective, has used unsophisticated methods, 
and is based on small samples. Methods have often required women to choose from a 
small number of predetermined responses, which may fail to capture the true issues of 
relevance to women. Despite an attempt to link sociodemographic variables with 
decision-making preferences and information needs has so far failed to identify a 
consistent ‘formula’, and such approaches may create a risk of health professionals 
stereotyping women and making assumptions about their needs (Beaver et al., 1996).
It has been speculated that information may play a vital role in helping individuals to 
structure accurate representations of their illness, allowing them to regulate their 
behaviour in terms of these representations and facilitating the interpretation of events 
(Graydon et al., 1997). This will clearly be an individual process for each woman, 
integrating illness-related, treatment-related and person-related factors.
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Self-image and meaning of illness for women newly diagnosed with breast cancer
These conflicting reports regarding the psychological effects of breast cancer and breast 
cancer treatments have led some authors to conclude that health professionals need to 
appreciate the high degree of individual variation in women’s adjustment to this 
experience (Reaby et al., 1994). The mixed findings reported in the literature may 
suggest that factors other than simply treatment choice determine outcome. Where 
differences have emerged, it remains difficult to determine whether they reflect the 
impact of different treatments, or differences in the women themselves prior to 
treatment or prior to diagnosis. By assessing the needs of individual women undergoing 
treatment for breast cancer, assumptions about these women’s experiences and 
responses to different treatment modalities may be avoided. Much of the existing 
literature in this area rests on such assumptions, restricting women to respond to 
researcher-identified perspectives rather than investigating the impact of breast cancer 
from the perspective of the women experiencing this disease (Wilkinson & Kitzinger, 
1993). The significance of the diagnostic phase in terms of women’s psychological 
adjustment to the diagnosis has not been adequately explored, despite research 
suggesting that this stage is rated by many women as the most stressful and distressing 
phase of their illness (Poole, 1997). Further quantitative and qualitative research is 
needed to explore the reasons for this distress and its implications for future adjustment 
(Poole, 1997).
The meanings which individuals ascribe to their experiences of illness are likely to 
influence the ways in which they cope with that illness. Luker et al. (1996) found that 
at the time of diagnosis the majority of women saw the experience of breast cancer as a 
challenge, expressing positive feelings about the experience, although the reasons for 
this may be complex. Stanton and Snider (1993) found that, at the time of diagnosis 
and treatment, women with a negative outlook were more likely to engage in cognitive 
avoidance and to experience more distress, while women with positive expectations 
coped better at this stage.
One model which has been used to explore the meanings attributed to the experience of 
illness is the cognitive representation model of illness behaviour (also known as the
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self-regulatory model), developed by Leventhal and colleagues (Leventhal, Nerenz & 
Steele, 1984; Leventhal & Nerenz, 1985). The model attempts to describe and predict 
how people represent and respond to health-related stressors, implicating cognitive 
factors as the major determinant of psychological response to the illness experience. 
Adaptation to illness, it is suggested, may be influenced by the interplay between five 
components: identity (the symptoms the patient associates with the illness), cause 
(personal ideas about aetiology), time-line (the perceived duration of the illness), 
consequences (expected effects and outcome), and controllability (how one controls or 
recovers from the illness). Little research has been conducted applying this model 
within the area of breast cancer, and the research that does exist suggests that different 
patterns of interplay amongst the components comprising illness perceptions are evident 
among individuals experiencing breast cancer (Buick, 1997). The symbolic 
interactionist approach (Fife, 1994) may go one step further by emphasising both a self- 
and contextual-meaning of illness in order to understand the patient’s perception of the 
self within the cancer experience. Self-meaning, or the perceived effect of the illness on 
the person’s perception of self, has received little attention within the breast cancer 
literature and may be of primary importance in understanding women’s coping and 
adjustment to this experience.
Many researchers have failed to acknowledge that a woman’s adjustment to breast 
cancer rests not only on her current adjustment to facing a potentially fatal disease and 
the loss of a breast, but on an evaluation and redefinition of her beliefs and attitudes 
prior to diagnosis and treatment (Reaby & Hort, 1995). These beliefs and attitudes, 
including personal meanings attached to the self, breast cancer and mastectomy, may 
affect a woman’s reaction to the diagnosis and response to treatment. Women may have 
to adapt not only to changes in their bodies, but to changes in aspects of their identity 
and personality (Wilmouth & Ross, 1997). Despite some commonality of mutual 
experiences associated with breast cancer and breast cancer treatment, the specific 
concerns and problems experienced by each woman are likely to be personal and 
multidimensional (Reaby & Hort, 1995). Reaby and Hort (1995) suggest that variables 
such as the impact of the trauma on a woman’s self-image and identity, her pre­
treatment personality, and her expectations are likely to be important to her decision­
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making and adjustment. Such variables have, to date, received inadequate investigation 
in the research literature.
Much of the literature so far has denied such individuality and subjectivity. The theory 
of personal constructs (Kelly, 1955) suggests that psychologically significant events are 
open to an infinite number of theoretical constructions, and individuals therefore do not 
respond to such events in predetermined ways. The theory is based on the view that 
individuals make sense of the world via a ‘template’, or a system of constructs that are 
individual to that person. These constructs, it is proposed, consist of bipolar verbal 
labelling systems that help the individual to make judgements, predictions and 
decisions. Within this model, ‘threat’ is seen as an awareness of imminent 
comprehensive change in one’s core structures, and is thought to lead to anxiety, 
defined as “the recognition that the events with which one is confronted lie outside the 
range o f convenience o f one's construct system” (Kelly, 1955, p.495). The model 
would seem to have relevance to the experience of serious illness, during which an 
individual’s self-concept (i.e. the perceptions of the self that seem most vital to the 
individual and form the core of personality) may be seen as under threat. The perceived 
impact of the diagnosis and treatment of breast cancer on one’s self-concept may be 
expected to influence adjustment and outcome, as has been found amongst individuals 
undergoing amputations (Fisher, 1985). Kelly’s repertory grid technique, which allows 
the flexibility to investigate the factors that individuals themselves view as important, 
may be particularly beneficial in a field of research that has fi'equently stemmed fi*om 
pre-determined assumptions about what issues may be important for women 
experiencing breast cancer.
Summary and Conclusions
To conclude, important gaps remain evident in the literature exploring women’s 
responses and adjustment to the diagnosis and treatment of breast cancer. Much of the 
research that has been carried out suffers methodologically from small numbers, lack of 
theoretical basis, selection bias, and retrospective investigation. In addition, a great deal 
of the research on which current knowledge is based was conducted at least a decade
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ago, since which time huge changes have occurred in the treatments available and in the 
public profile of breast cancer, which may affect women’s attitudes and responses 
(Long, 1993). We therefore still have only a limited understanding on the impact of the 
diagnosis and treatment of breast cancer, and the possible implications for treatment 
decision-making and psychological adjustment.
Such an understanding may have great importance for the future care of women with 
breast cancer. If health professionals know more about individual subjective meanings 
ascribed to the illness they are likely to become more effective in promoting 
psychological recovery (Luker et al., 1996). Gaining insight into the way in which 
women with breast cancer experience the disease, and attempting to view the world 
from the patient’s perspective, may provide useful insights into individuals’ needs for 
information and support, and help to predict individuals’ adjustment to the experience 
(Luker et al., 1996).
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A b s t r a c t
Objectives. Despite a large research literature relating to the impact of breast cancer 
and its treatment on psychosocial functioning, many uncertainties remain regarding the 
factors that best predict women’s adjustment to this experience. This study is an 
attempt to explore the impact of a diagnosis of breast cancer on women’s self-image 
using Kelly’s (1955) Repertory Grid Technique, and to investigate the relationships 
between perceived change in self-image, psychological adjustment and other variables 
emerging from the literature such as age and treatment choice. The focus of the study is 
the individual meanings and attitudes described by women during the pre-treatment 
stage of their illness experience, when initial adjustment to the diagnosis is beginning.
Participants. Participants were 27 women consecutively referred and diagnosed with 
breast cancer within two breast cancer services during a six-month period. A cross- 
sectional design was used, with each participant interviewed between the time of 
receiving her diagnosis and commencing treatment.
Procedure. Demographic and illness-related information was obtained via a structured 
interview and from hospital notes. In addition, each participant completed the Hospital 
Anxiety and Depression Scale, and the Repertory Grid Technique was administered.
Results. Women generally perceived the diagnosis of breast cancer to have had a 
negative impact on their self-image. On the whole, they did not expect their view of 
themselves to become increasingly negative following treatment. The degree of 
perceived change in self-image was significantly related to the amount of anxiety and 
depression they were currently experiencing, with a larger perceived change associated 
with higher levels of distress.
Discussion. The results suggest that change in self-image is an important factor to 
consider when attempting to understand women’s experience of a breast cancer 
diagnosis, and highlight the danger of making assumptions about the factors important 
to women at this time. These findings, if replicated, will have implications for future 
research and clinical management of women experiencing breast cancer.
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1 I n t r o d u c t i o n
1,1 Background
Breast cancer is a major health issue, experienced by approximately one in twelve 
women at some point in their lives (Wilkinson & Kitzinger, 1993). A vast literature has 
emerged investigating the psychosocial, psychiatric and sexual dysfunction associated 
with the diagnosis and treatment of breast cancer. Researchers have suggested that 
breast cancer not only causes potential pain, suffering and the possibility of death, but 
that it can also impose a threat to a woman’s self-concept, self-esteem, and feminine 
identity (Reaby, Hort & Vandervord, 1994).
Growing concerns regarding psychiatric morbidity following mastectomy (removal of 
the whole breast) have led to technical advances in surgical techniques. These advances 
include breast reconstruction following mastectomy, and breast conserving surgery 
(lumpectomy, in which only the portion of the breast encompassing the tumour is 
removed). Chemotherapy and radiotherapy may also be offered as primary or adjuvant 
treatments.
Despite the abundance of research examining psychological adjustment after treatment 
for breast cancer, few studies have focused on individual meanings and attitudes of 
women faced with such a diagnosis, particularly in the pre-treatment stage when the 
initial adjustment to the diagnosis begins. The period between diagnosis and treatment 
is inevitably a potentially stressful one, with women attempting to adjust to the news 
and the threat to their lives while also taking part in the treatment decision-making 
process. An increased understanding of the impact of the diagnosis on women’s views 
of themselves, and the factors considered important at this time for individual women, 
will provide a contextual framework and further our knowledge of the psychological 
factors involved for women experiencing breast cancer.
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1.2 Previous research fîndinss
1.21 Psychopathology associated with breast cancer
A number of emotional and psychological reactions have been reported in the literature 
in relation to the experience of breast cancer. These have included acute stress 
reactions, anxiety, depression, grief, anger and fear (e.g. Carlsson & Hamrin, 1994; 
McCain, 1993). Changes in body image, feelings of diminished attractiveness and 
femininity, and psychosocial and sexual disturbances have also been reported (e.g. 
Carlsson & Hamrin, 1994; McCain, 1993; Mock, 1993). However, it remains unclear to 
what degree these difficulties are associated with the experience of breast cancer itself 
or with the treatment of breast cancer, with much of the existing research emphasising 
the latter.
Reports have varied regarding the prevalence of psychological difficulties in women 
with breast cancer. This variation may be due in part to differences in classification, 
and assessment at different stages in the women’s experience. Prevalence estimates of 
clinical anxiety in women newly diagnosed with breast cancer prior to treatment have 
ranged from 25% (Glanz & Lerman, 1992) to 40% (Epping, Compas, Osowiecki, 
Oppedisano, Gerhardt, Primo & Krag, 1999), and a clinical level of depression has been 
reported in as many as 33% of women shortly after diagnosis (Epping et a l, 1999). 
Payne, Hoffman, Theodoulou, Dosik and Massie (1999) found 33% of women to be 
experiencing a clinical level of either anxiety or depression. While the period of 
diagnosis has been found to be associated with high levels of distress, the reasons for 
this distress and its implications for future adjustment are poorly understood and further 
quantitative and qualitative research is required in this area (Poole, 1997).
The literature suggests that the majority of women do not experience long-term 
emotional difficulties, and that most women can face and adjust to the experience 
without developing major psychiatric disorders (Carlsson & Hamrin, 1994). However, 
there does appear to be wide variation in the way in which individuals respond to 
diagnosis and treatment, and it remains difficult to predict and understand the reasons 
behind these differences.
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1.22 The impact o f breast cancer treatments on psychosocial functioning
The assumption that the loss of a breast is one of the most difficult aspects of the 
experience of breast cancer has led to speculation that treatments allowing the breast to 
be conserved or reconstructed may improve psychosocial outcomes. A large amount of 
research has therefore focussed on comparing different treatments in terms of the impact 
on women’s subsequent psychological adjustment, sexual functioning and body image.
Research to date has included studies comparing mastectomised women receiving 
reconstruction with those not receiving reconstruction (e.g. Cooper, Webster & Bell, 
1984; Dean, Chetty & Forrest, 1983; Filiberti, Tamburini, Murro, Lovo, Ventafi*idda, 
Arioli & Grisotti, 1986; Goldberg, Stolzman & Goldberg, 1984; O’Gorman & McCrum, 
1988; Reaby et al., 1994; Reaby & Hort, 1995). Further studies have compared 
immediate and delayed reconstruction in mastectomised women (e.g. Mock, 1993; 
Schain, Wellisch, Pasnau & Landsverk, 1985; Stevens, McGrath, Druss, Kister, Gump 
& Forde, 1984). In addition, research has been carried out to compare lumpectomy with 
mastectomy (e.g. Leinster, Ashcroft, Slade & Dewey, 1989; Mock, 1993; Moyer & 
Salovey, 1999; Noguchi, Kitagawa, Kinoshita, Earashi, Miyazaki, Tatsukuchi, Saito, 
Mizukami & Nonomura, 1993; Schover, Yetman, Tuason, Meisler, Esselstyn, Hermann, 
Brundfest-Broniatowski & Dowden, 1995; Wellisch, DiMatteo, Silverstein, Landsverk, 
Hoffman, Waisman, Handel, Waisman-Smith & Schain, 1989). For a review of this 
literature, see Lane (1999: this volume, pp. 139-144).
Beliefs in the potential benefits of breast reconstruction or lumpectomy, in favour of 
mastectomy alone, have prompted changes in N.H.S. practices (N.H.S. Executive, 
1996). However, research findings in this area have been mixed, and such 
developments in practice do not appear to have led clearly to the expected 
improvements in quality of life domains. Claims that breast reconstruction leads to 
satisfactory results, improved quality of life, and reduced psychiatric morbidity have 
often been based on subjective reports rather than objective, reliable research data. 
Worryingly, researchers in this area have often made global, subjective and 
unsubstantiated statements and claims on which future research and practice have been 
based. For example, Filiberti et al. (1986) concluded from their study, which was 
retrospective, descriptive and limited by methodological difficulties (such as a poor
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response rate), that “breast reconstruction is indeed an element o f prime importance to 
mastectomised women, especially for their physical and psychological rehabilitation ” 
(p. 587). This paper and its conclusions are, disturbingly, some of those on which the 
conclusions and recommendations of a recent N.H.S. Executive report (N.H.S. 
Executive, 1996) are based, and are therefore influencing current practice.
Much of the research within the breast cancer literature has been retrospective, leading 
to results that are difficult to interpret. For example, it remains unclear whether women 
undergoing mastectomy with reconstruction or lumpectomy differ significantly before 
undergoing treatment, as a result of the treatment, or not at all compared to women 
undergoing mastectomy alone. Where differences are found between treatment groups 
retrospectively this could indicate differences in the women themselves prior to 
treatment or prior to diagnosis, differences in the way women adjust to their situation 
post-operatively, or issues relating to the treatment decision-making process.
Therefore, although a great deal of research has focused on primary surgical techniques 
as major determinants of outcome, most research has failed to lend consistent support to 
this assumption. The benefit of conserving or reconstructing the breast in terms of 
women's adjustment and quality of life now appears smaller than was originally 
anticipated, leading researchers to begin to consider the contribution of other variables.
1.23 Other factors influencing adjustment
Inconsistent findings relating to the impact of different primary treatments have led to 
speculation that variables other than treatment choice may contribute to differences in 
quality of life and psychological adjustment in breast cancer patients. Relationships 
have been found between psychological distress, body image and sexual dysfunction, 
and variables such as undergoing chemotherapy (Schover et a l, 1995), previous marital 
difficulties and sexual dissatisfaction (Schover et a l, 1995), and perceptions of social 
support (Glanz & Lerman, 1992; Moyer and Salovey, 1999). Conflicting findings have 
arisen in terms of the effect of age on psychological adjustment, although some research 
has indicated that early in the disease process younger women tend to experience more 
psychological distress (Glanz & Lerman, 1992). The relationship between illness-
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related factors (such as the stage of disease) and other variables has also remained 
unclear (Glanz & Lerman, 1992).
The degree of choice and sense of control experienced by women in treatment decisions 
has also been identified as important, although findings in this area appear to have been 
equally inconsistent (see Lane, 1999, pp. 145-149 this volume, for a review and 
discussion of the literature). Overall, it would appear that taking part in treatment 
decision-making may have a positive impact on psychological adjustment for some 
women, but other factors (such as information, support, sense of control, and 
characteristics of the surgeon) are likely to interact with this effect (e.g. Ashcroft, 
Leinster and Slade, 1985; Bilodeau & Degner, 1996; Fallowfield, Hall, Maguire & 
Baum, 1990; Fallowfield, Hall, Maguire, Baum & A’Hem, 1994a, 1994b; Graydon, 
Galloway, Palmer-Wickham, Harrison, Rich-van der Bij, West, Burlein-Hall & Evans- 
Boyden, 1997; Leinster e/a/., 1989).
1,24 Meaning o f illness and impact on self-image
In general, research findings appear to point towards large individual variation in 
women’s experiences of breast cancer, breast cancer treatment and the factors 
influencing outcome. The variables contributing to differences in the impact of breast 
cancer on individuals appear complex, leaving many unanswered questions regarding 
which variables predict a better outcome for which women. Such wide variation 
suggests the need for a more individualised approach to research and practice (Bilodeau 
& Degner, 1996; Reaby et al., 1994). Research considering psychological adjustment 
to breast cancer has often focussed on illness-related and treatment-related factors, 
while relatively little attention has been paid to person-related factors.
Methods used to date have often required women to choose from a small number of 
predetermined responses, which may fail to capture the tme issues of relevance to 
women. Much of the existing literature in this area rests on large assumptions about the 
factors that may be important, restricting women to respond to researcher-identified 
perspectives rather than investigating the impact of breast cancer from the perspective 
of the women experiencing this disease (Wilkinson & Kitzinger, 1993). Such 
approaches may also create a risk of health professionals stereotyping women and
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making assumptions about their needs (Beaver, Luker, Owens, Leinster, Degner & 
Sloan, 1996).
The significance of the diagnostic phase in terms of women’s psychological adjustment 
to the diagnosis has not been adequately explored, despite research suggesting that this 
stage is rated by many women as the most stressful and distressing phase of their illness 
(Osowiecki & Compas, 1999; Poole, 1997). The absence of a clear link between 
different treatments and psychiatric morbidity may highlight the “existential impact o f  
the diagnosis itse lf (p. 192) (Kissane, Clarke, Ikin, Bloch, Smith, Vitetta & McKenzie,
1998).
The meanings which individuals ascribe to their experiences of illness are likely to 
influence the ways in which they cope with that illness (Luker, Beaver, Leinster & 
Owens, 1996). Luker et al (1996) found that at the time of diagnosis the majority of 
women saw the experience of breast cancer as a challenge, expressing positive feelings 
about the experience, although the reasons for this may be complex. Stanton and Snider 
(1993) found that, at the time of diagnosis and treatment, women with a negative 
outlook were more likely to experience more distress, while women with positive 
expectations coped better at this stage. Any change perceived as negative by women 
with breast cancer may present a threat to the self (Reaby et a l, 1994). Women’s 
expectations and predictions about how they may be affected by the experience of 
breast cancer and its treatment may be expected to have an impact on outcome.
Few attempts have been made to apply particular theoretical models to the study of the 
psychological impact of breast cancer. Buick (1997) applied an illness representation 
model (based on: Leventhal, Nerenz & Steele, 1984; Leventhal & Nerenz, 1985), and 
found the components thought to comprise illness perceptions to be evident among 
individuals experiencing breast cancer. These components include identity (the 
symptoms the person associates with the illness), consequences (expected effects and 
outcome), and controllability (how one controls or recovers from the illness). However, 
the findings also suggested different patterns of interplay amongst these components for 
different individuals (Buick, 1997). Self-meaning, or the perceived effect of an illness 
on a person’s perception of self, has received little attention within the breast cancer
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literature and may be of primary importance in understanding women’s coping and 
adjustment to this experience (Fife, 1994).
Many researchers have failed to acknowledge that a woman’s adjustment to breast 
cancer rests not only on her current adjustment to facing a potentially fatal disease and 
the loss of a breast, but on her evaluation and redefinition of the beliefs and attitudes she 
held prior to diagnosis and treatment (Reaby & Hort, 1995). These beliefs and attitudes, 
including personal meanings attached to the self, breast cancer and mastectomy, may 
affect a woman’s reaction to the diagnosis and response to treatment. Women may have 
to adapt not only to changes in their bodies, but to changes in aspects of their identity 
and personality (Wilmouth & Ross, 1997). Despite some commonality of mutual 
experiences associated with breast cancer and breast cancer treatment, the specific 
concerns and problems experienced by each woman are likely to be personal and 
multidimensional (Reaby & Hort, 1995). Reaby and Hort suggest that variables such as 
the impact of the trauma on a woman’s self-image and identity, her pre-treatment 
personality, and her expectations are likely to be important to her decision-making and 
adjustment. Such variables have, to date, received inadequate investigation in the 
research literature.
1,3 Personal construct theory
The individuality and subjectivity which has not yet been adequately acknowledged in 
the breast cancer literature is inherent in the theory of personal constructs developed by 
Kelly (1955). This phenomenological theory proposes that psychologically significant 
events are open to an infinite number of theoretical constructions, and individuals 
therefore do not respond to such events in predetermined ways. Instead, individuals 
make sense of the world via a ‘template’, or a system of constructs that are individual to 
that person (Brown & Chiesa, 1990). These constructs, it is suggested, consist of 
bipolar verbal labelling systems that help the individual to make judgements, 
predictions and decisions. Within this model, ‘threat’ is seen as an awareness of 
imminent comprehensive change in one’s core structures, which can lead to anxiety, 
defined as “the recognition that the events with which one is confronted lie outside the 
range o f convenience o f one’s construct system” (p.495) (Kelly, 1955). The usefulness
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of an individual’s ‘template’ is in its capacity to predict events and modify itself in 
order to gain adaptation and mastery over new events (Brown & Chiesa, 1990). The 
assumptions on which the theory is based have undergone a large amount of empirical 
investigation (e.g. Adams-Webber, 1979).
Cognitive complexity, or the capacity to construe in a multidimensional way, has been 
considered an important factor within personal construct psychology (Fransella & 
Bannister, 1977). “Loose” construing, which is considered a more complex and 
multifaceted way of thinking about oneself and the world, has been associated with less 
severe emotional reactions to stressful life events (Fisher, 1985; Kalthoff & Neimeyer,
1993). In contrast, “tight” (i.e. less complex) construing may make it more difficult for 
an individual to consider alternative adaptive interpretations of traumatic experiences 
(Brown & Chiesa, 1990; Kelly, 1955). In this way, cognitive complexity has been 
found to be a protective factor against poor self-image when faced with threat or change 
(Brown & Chiesa, 1990; Catina, Gitzinger & Hoeckh, 1992).
Personal construct theory would seem to have relevance to the experience of serious 
illness, during which an individual’s self-image (i.e. the perceptions of the self that 
seem most vital to the individual and form the core of personality) may be seen as under 
threat. The perceived impact of the diagnosis and treatment of breast cancer on one’s 
self-image may be expected to influence adjustment and outcome, as has been found 
amongst individuals undergoing amputations (Fisher, 1985).
1.31 Repertory grid technique
Kelly’s repertory grid technique (Kelly, 1955), which allows the flexibility to 
investigate the factors that individuals themselves view as important, would seem to be 
particularly beneficial in a field of research that has frequently stemmed from pre­
determined assumptions about what issues may be important for women experiencing 
breast cancer. Unlike the collection and analysis of “objective” data in large clinical 
trials, the repertory grid technique allows the responses to emerge from the individual’s 
world and therefore avoids obscuring individual intrapsychic processes (Brown & 
Chiesa, 1990). The repertory grid technique can be used in a flexible manner depending
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on the purpose of the study, and has been used extensively for a wide range of research 
purposes (Brown & Chiesa, 1990).
It has been suggested that this technique can lead to a greater understanding of the 
nature of an individual, their concerns, and what they view as important, than can other 
types of psychological instrument (Fransella & Bannister, 1977). The technique allows 
investigation of factors such as self-ideal and self-other discrepancy, which are difficult 
to explore using other methods (Feixas, Moliner, Montes, Mari & Neimeyer, 1992; 
Fisher, 1985). Grids incorporate both qualitative and quantitative characteristics, and 
allow the assignment of mathematical values to the relationship between a person’s 
constructs, while also providing the opportunity for results fi'om separate individuals to 
be accumulated and analysed using inferential statistics (Brown & Chiesa, 1990; 
Fransella & Bannister, 1977; Kelly, 1955). The use of this method, and the measures 
derived from it, have received empirical support in the literature (e.g. Brown & Chiesa, 
1990; Feixas et al., 1992).
A literature review revealed no studies carried out to date using personal construct 
theory or the repertory grid technique to investigate women’s experience of a breast 
cancer diagnosis. However, the theory and technique have been used to investigate self­
perception in several other health-related areas, including chronic pain (Large & Strong,
1997), cochlear implants (McKenna & Denman, 1993), myalgic encephalomyelitis 
(Weinberg, Louw and Schomer, 1994), amputation (Fisher, 1985), and stroke (Skelly,
1998).
These researchers have found the repertory grid technique to be a useful and suitable 
means of understanding issues relating to adjustment following illness or injury. 
Findings fi*om these studies suggest that the repertory grid can be used to measure the 
impact of illness on self-image in terms of factors that are important to the individual 
(Fisher, 1985; McKeima and Denman, 1993; Weinberg et al., 1994). The perceived 
impact of treatment or rehabilitation on self-image can also provide important 
information (McKenna and Denman, 1993; Skelly, 1998). A larger discrepancy 
between individuals’ current perception of themselves and their ideal or pre-illness 
selves has been found to be associated with poorer adjustment in terms of increased
168
Major Research Project
anxiety and depression and less successful rehabilitation (Fisher, 1985; Skelly, 1998). 
Inflexible, “tight” construing (i.e. less cognitive complexity) has also been linked with 
poor adjustment (Fisher, 1985) and to a greater change in self-image (Skelly, 1998) 
following illness or injuiy.
1,4 Summary o f current research
To conclude, important gaps remain evident in the literature exploring women’s 
responses and adjustment to the diagnosis and treatment of breast cancer. Much of the 
research that has been carried out suffers methodologically from small numbers, lack of 
theoretical basis, selection bias, and retrospective investigation. In addition, a great deal 
of the research on which current knowledge is based was conducted at least a decade 
ago, since which time huge changes have occurred in the treatments available and in the 
public profile of breast cancer, which may affect women’s attitudes and responses 
(Long, 1993). We therefore still have only a limited understanding of the impact of the 
diagnosis and treatment of breast cancer, and the possible implications for treatment 
decision-making and psychological adjustment. Important gaps also remain in our 
understanding of the reasons for some women becoming distressed during the 
experience while others do not.
Such an understanding is likely to have significant importance for the future care of 
women with breast cancer. If health professionals know more about individual 
subjective meanings ascribed to the illness they are likely to become more effective in 
promoting psychological recovery (Luker et a l, 1996). Gaining awareness of the way 
in which women with breast cancer experience the disease, and attempting to view the 
world from the patient’s perspective, will provide useful insights into individuals’ needs 
for information and support, and help to predict individuals’ adjustment to the 
experience (Luker et a l, 1996).
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1.5 Aims
The purpose of the current exploratory study is to investigate the perceived impact of a 
diagnosis of breast cancer on self-image using the repertory grid technique. This will 
allow exploration of women’s perceived change in self-image and expectations for the 
future, based on their own personal construction of their experience.
In addition, by providing some constructs based on issues emerging from the literature 
(outlined below), perceived change and personal relevance of these issues will be 
investigated. Areas to be included in the provided constructs are:
■ coping and control (e.g. Fallowfield, 1997; Hack, Degner & Dyck, 1994; Osowiecki 
& Compas, 1999; Weinberg et a l, 1994; Wilson, Hart & Dawes, 1988);
■ attractiveness and physical appearance (e.g. Filiberti et aL, 1986; Goldberg et al., 
1984; Leinster et al., 1989; Mock, 1993; Weinberg et al., 1994);
■ femininity (e.g. Kissane et al., 1998; Stevens et al., 1984);
■ dependence (e.g. Goldberg et al., 1984; Weinberg et al., 1994);
■ information (e.g. Ashcroft et ah, 1985; Hughes, 1993; Luker et ah, 1996);
■ fear (e.g. Carlsson & Hamrin, 1994; McCain, 1993).
As there is little existing research in this area, no specific hypotheses about change in 
self-image can be presented.
A further aim of the study will be to investigate the relationship between change in self- 
image and other variables that have been considered important in the literature (e.g. 
Glanz & Lerman, 1992; Schover et ah, 1995; Skelly, 1998), in order to place the current 
research in context. Therefore, the following additional variables will be considered: 
age, time since diagnosis, anxiety, depression, severity of disease, treatment decision, 
history of chronic physical illness, history of psychiatric illness, cognitive complexity, 
and whether the person has dependants (i.e. dependant children, elderly relatives, etc.).
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M e t h o d
2,1 Settins
The study was conducted within two acute services within a local NHS Trust. Each 
service had a separate breast care team that received referrals, usually from General 
Practitioners, when breast cancer or other conditions affecting the breast were 
suspected. The larger service (Service 1), which received approximately 100 cases of 
breast cancer per year, consisted of a Consultant Surgeon, a Registrar, a specialist 
Breast Care Nurse, and a Consultant Oncologist. The smaller service (Service 2) 
received approximately 70 cases of breast cancer per year and consisted of a Consultant 
Surgeon, a specialist Breast Care Nurse, and a Consultant Chemotherapist. A Clinical 
Psychologist was also attached to both teams.
Within both services patients usually received their diagnosis from the Consultant, and 
generally had contact with the Breast Care Nurse both before and after their diagnosis. 
Guidelines for both services dictated that women be seen within 3 weeks of referral, that 
they be informed of their diagnosis within one week of their first appointment (often on 
the same day), and that treatment be commenced where possible within 3 weeks of 
diagnosis.
2,2 J^easures
2.21 Demographic questionnaire
A brief questionnaire was designed to obtain demographic information and details about 
other variables under consideration, including age, time since diagnosis, treatment 
decision, primary decision-maker, marital status, and whether the participant had 
dependants, a history of chronic illness, or a history of mental health problems. This 
was administered verbally in the form of a structured interview. Details of actual 
treatment and severity of disease were obtained later from hospital notes. Severity of 
disease is categorised by grade, based on size, margin and classification of the tumour, 
with grade 1 indicating a lower grade tumour with a better prognosis, and grade 3 a 
higher grade tumour with a poorer prognosis. A description of the participants in terms 
of these variables is presented in Tables 2.42 and 2.43.
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2.22 The Hospital Anxiety and Depression Scale (HADS: Zigmond & Snaith, 1983)
The HADS is a 14-item self-administered questionnaire designed to detect clinical 
depression and anxiety in a general medical population. It can also be used as a 
measure of severity of anxiety and depression. The scale was developed to limit the 
effects of physical symptomatology on scores.
Good internal consistency has been found for the HADS (Moorey, Greer, Watson, 
Gorman, Rowden, Tunmore, Robertson & Bliss, 1991). The measure has also been 
found to have acceptable face validity, concurrent validity and construct validity 
(Moorey et al., 1991; Zigmond & Snaith, 1983). The HADS has been used and found 
to have good psychometric properties with people with cancer (Moorey et al., 1991). It 
has been used specifically to measure depression and anxiety with patients with breast 
cancer in a number of studies (e.g. Hopwood, Howell & Maguire, 1991; Payne et al., 
1999; Watson, Greer & Rowden, 1991).
Each of the 14 items on the HADS is rated fi'om 0 to 3. Scores are obtained separately 
for the anxiety and depression subscales, with each ranging firom 0 to 21. Scores from 0 
to 7 indicate non-cases, fi*om 8-10 possible clinical disorder, and from 11-21 probable 
clinical disorder.
A summary of the participants’ scores on this measure is presented in Table 2.43.
2.23 The Repertory Grid Technique (Kelly, 1955)
The repertory grid technique, as devised by Kelly (1955), can be used in a flexible 
manner depending on the purpose of the study, and has been used extensively for a wide 
range of research purposes. Issues of reliability and validity pertinent to this technique 
have been discussed by Fransella and Bannister (1977). Grids have been found to have 
good test-retest reliability, and research findings have supported the concurrent validity 
of measures taken fi*om the grid such as cognitive complexity and self-other discrepancy 
(Feixas et al., 1992).
In this study, Repertory Grids were composed of seven elements (in this case different 
versions of the self) and sixteen constructs (bipolar descriptive concepts). The elements
172
Major Research Project
were provided by the researcher, based on the repertory grid literature, the breast cancer 
literature, discussion with professionals in the field, and the purpose of the study. These 
were: “self as I am now”, “self as I was before diagnosis”, “self as I expect to be after 
treatment”, “ideal self’, “self as my surgeon sees me”, “self as my partner/ close friend 
sees me”, and “someone with breast cancer”. It is justifiable in this context to choose 
elements to represent the area in which construing is to be investigated (Brown & 
Chiesa, 1990; Fransella & Bannister, 1977). Use of different “selves” as elements has 
been described by other researchers (e.g. Fisher, 1985; Fransella & Bannister, 1977; 
McKenna & Denman, 1993; Weinberg et al., 1994).
Of the sixteen constructs (i.e. bipolar categories on which each element is rated), eight 
were provided by the researcher based on issues arising from the literature and 
discussion with service users and health professionals. These were: in control-not in 
control, attractive-unattractive, coping-not coping, feminine-not feminine, informed- 
uninformed, independent-dependent, calm-afraid, happy with appearance-unhappy with 
appearance. By providing some constructs, direct comparison between individuals’ 
ratings of these constructs was possible, in addition to the information it provided on the 
relevance of issues from the literature to these individuals. This approach is considered 
justifiable within the personal construct literature and has been found to provide 
meaningful results, as provided constructs can be interpreted and rated in relation to an 
individual’s own personal meaning (Fransella & Bannister, 1977).
The remaining eight constructs were elicited using a dyadic elicitation procedure, in 
which participants are asked to describe an important way in which any two of the 
elements are alike or different. Participants are then asked to provide the opposite pole 
of these constructs. This procedure is adapted from Kelly’s triadic elicitation procedure, 
but is thought to provide a less confusing task than triadic elicitation and may therefore 
be particularly beneficial when the elements are complex (Epting, Probert & Pitman, 
1993; Landfield, 1971; Salmon, 1976).
Once the constructs have been elicited, the participant rates each element in terms of 
each construct on a provided numerical scale. In this instance a nine-point scale was 
used, in which land 9 represent the extreme poles of the construct (Weinberg et al..
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1994). This is considered a practicable range while allowing the possibility of a wide 
range of responses (Rathod, 1981). For example, when rating the element “self as I am 
now” on the construct “in control-not in control”, a participant would give a rating of 1 
if they perceived themselves now to be completely in control, a rating of 9 if they 
perceived themselves now to be completely not in control, or a rating between 1 and 9 
according to the degree of control they perceived themselves to have.
An example of a completed repertory grid is included in Appendix 1.
2,3 Procedure
Following ethical approval, an information sheet (see Appendix 2) was given to 
potential participants by the breast care nurse during a routine discussion which took 
place after the diagnosis but prior to the commencement of treatment. Occasionally the 
breast care nurse gave this information over the telephone. Women were asked to 
contact the nurse if they decided to participate, and their details were then forwarded to 
the investigator. The investigator then contacted the participant directly to arrange the 
interview, and informed their GP in writing. Interviews took place in the participants’ 
homes prior to them commencing treatment. Written informed consent was obtained 
from each participant before beginning the interview (see Appendix 3).
Interviews began with the verbal administration of the demographic questionnaire. 
Participants were then asked to complete the HADS, with assistance from the 
investigator if required. Finally, the repertory grid procedure was carried out in the 
following order: presentation of elements in card form, elicitation of constructs from 
participants, addition of provided constructs, and rating of the grid. Interviews usually 
lasted between one and two hours.
Due to the sensitive nature of the material, participants were debriefed following the 
interview and encouraged to contact the breast cancer team if they required fiirther 
support or wished to discuss any of these issues further.
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2.4 Participants
Within the two breast cancer services, all women consecutively referred and diagnosed 
with breast cancer were asked to take part in the study. Women were excluded from the 
study if they were aged under eighteen, had previously been diagnosed with breast 
cancer, or were unable to communicate in written or spoken English.
A total of 34 women were approached to take part in the study within a six-month 
period, of which 27 agreed to participate. Summary information for participants and 
those who declined to participate is presented in Table 2.41.
T a b l e  2 .41
C o m p a r is o n  b e t w e e n  p a r t ic ip a n t s  a n d  n o n -p a r t ic ip a n t s
Participants (n=27) Non-Participants (n=7)
mean range mean range
Age (years) 59.3 38-82 53.3 43-69
Severity of disease (%) AT (%)
- Grade 1 5 (18.5) 0 (0.0)
- Grade 2 10 (37.0) 7 (100)
- Grade 3 12 (44.4) 0 (0.0)
Treatment decision W (%) N  (%)
- Mastectomy 2 (7 .4) 1 (14.3)
- Mastectomy & reconstruction 5 (18.5) 0  (0 .0 )
- Lumpectomy 17 (62.9) 5 (71.4)
- Primary chemo/ radiotherapy 3 (11.1) 1 (14.3)
A t-test indicated that participants and non-participants did not differ significantly in 
terms of age (t=1.02, d.f.=32, p=0.32). It was not possible to determine whether reliable 
differences existed in terms of severity of disease or treatment decision due to 
insufficient expected frequencies.
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Summary information for participants from each service separately and as a total are 
presented in Table 2.42. T-tests indicated that participants from the two services did not 
differ significantly in terms of age (t=0.91, d.f.=25, p=0.37) or time since diagnosis 
(t=-0.12, d.f.=25, p-0.91). It was not possible to determine whether reliable differences 
existed between participants from the two services in terms of severity of disease, 
marital status or treatment decision due to insufficient expected frequencies.
T a b l e  2 .42
C o m p a r is o n  b e t w e e n  Se r v ic e  1 a n d  Se r v ic e  2  a n d  a l l p a r t ic ip a n t s
Service 1 (N=15) Service 2 (N=12) All participants
mean range mean range mean range
Age (years) 61.60 38-82 56.42 38-75 59.30 38-82
Time since diagnosis 
(days) 19.33 07-49 19.88 07-43 19.56 07-49
Severity of disease #  (%) #  (%) W (%)
- Grade 1 4 (26.6) 1 (08.3) 5(18.5)
- Grade 2 5 (33.3) 5(41.7) 10 (37.0)
- Grade 3 6 (40.0) 6(50.0) 12(44.4)
Marital status: W (%) W (%) W (%)
- Married/ cohabiting 7(46.7) 8(66.7) 15(55.6)
- Divorced/ separated 3 (20.0) 2(16.7) 5 (18.5)
- Widowed 4(26.7) 2(16.7) 6(22.2)
- Single 1 (06.7) 0 (00.0) 1 (03.7)
Treatment decision: W(%) W (%) W (%)
- Mastectomy 1 (06.7) 1 (08.3) 2 (07.4)
- Mastectomy and 
reconstruction 4 (26.7) 1 (08.3) 5(18.5)
- Lumpectomy 10 (66.7) 7(58.3) 17(62.9)
- Primary chemo/ 
radiotherapy 0 (00.0) 3 (25.0) 3(11.1)
A description of the participants in relation to the other variables measured is included 
in Table 2.43.
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T a b l e  2 .43
D e s c r ip t io n  o f  w h o l e  sa m p l e  o n  o t h e r  v a r ia b l e s  m e a s u r e d
Participants (N=27)
mean s.d. range
HAD Anxiety Score 8.81 4.75 0-18
HAD Depression Score 3.63 3.00 0-14
W (%)
Dependants: 11 (40.7)
16 (59.3)
YesHxchronic illness: No
9 (33.3)
18 (66.7)
YesHx mental illness: No
5 (18.5)
22 (81.5)
Primary decision maker:
-Self 11 (40.7)
- Partner 0 (00.0)
- Surgeon 12 (44.4)
- Other doctor 4 (14.8)
- Other 0 (0.00)
2.5 Analysis
Once the data had been collected, each repertory grid was entered into a grid analysis 
package specifically designed for the analysis of repertory grids (Circumgrids: 
Chambers & Grice, 1986). The method used within this package was principal 
components analysis, which analyses the total variance of the data by row/ column and 
extracts the mathematical factors underlying all the relationships expressed within the 
grid (Fransella & Bannister, 1977; Ryle & Lunghi, 1969). It is then possible to map out 
the dispersion of elements in terms of the first two components, with the constructs that 
have high loadings on these components indicating the meaning of the discriminations 
being made (Ryle & Lunghi, 1969).
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Average ratings for each of the “self’ elements were calculated by dividing the total 
rating for that “self’ by the number of constructs (Burgoyne, 1981; McKenna & 
Denman, 1993). Due to the bipolar nature of the constructs (i.e. a low rating indicating 
that the element is seen more positively by the participant on those constructs, and a 
high rating indicating a more negative perception) this mean score gave an overall 
positivity/ negativity rating for each element across all constructs. It was then possible 
to carry out within-subject analysis of the overall difference in positivity/ negativity 
ratings between the different elements (Drysdale, 1991). For this analysis, a Friedman 
test was first used to identify any significant difference between all the elements, 
followed by individual Wilcoxon Signed Ranks tests to identify where the differences 
occurred. Difference in positivity/ negativity ratings for the elements “self before 
diagnosis”, “self now” and “self as I expect to be after treatment” on each of the 
provided constructs was then analysed in the same way as a measure of perceived 
change.
Analyses were then carried out to identify any relationships between the perceived 
change in positivity/ negativity for the elements “self before diagnosis” and “self now”, 
and other variables that have been considered in the literature. These variables were 
depression, anxiety, age, time since diagnosis, treatment decision, dependants, history 
of chronic illness, history of mental illness and severity (grade) of disease. Cognitive 
complexity was also considered, indicated by the amount of variance attributed to the 
first component derived from the principal components analysis of the grid ratings 
(Feixas et al., 1992). This provides an index of differentiation and complexity, with a 
larger first component reflecting greater unidimensionality of the underlying structure 
(i.e. greater conceptual integration and lower complexity), and a smaller first component 
reflecting greater differentiation and complexity (Feixas et al., 1992).
For analyses involving continuous variables Spearman Rank correlations were carried 
out, while relationships between categorical and continuous ordinal variables were 
analysed using Mann-Whitney U tests or Kruskal-Wallis tests as appropriate. Where a 
large number of analyses were being conducted, the possibility of Type-1 errors was 
reduced using a Bonferroni adjustment based on the number of individual analyses.
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R e s u l t s
3.1 Difference in positivity/ nesativitv on all constructs
In order to investigate whether there was a significant perceived change in self-image, 
and where this change was perceived to take place, overall change in self-image was 
first considered using individuals’ average ratings across all constructs for each element. 
Table 3.1 shows the means, standard deviations and ranges for the overall positivity- 
negativity scores for the elements “ideal self’, self before diagnosis”, “self now”, “self 
as I expect to be after treatment” and “someone with breast cancer”.
T a b l e  3 .1
M e a n  p o s ih v it y -n e g a t iv it y  r a t in g s  (f o r  a l l  c o n s t r u c t s )
Ideal Self Self before 
diagnosis
Self now Self as 
expect to be 
after
Someone 
with breast 
cancer
Friedman
Test
Statistic
Overall Positivity vs. Negativity score i'low score is more positive, scores range from 1 to 9)
mean 1.39 2.61 3.59 3.16 4.33 68.98
s.d. 0.51 0.89 1.35 1.50 1.67 d.f.: 4
range 1 .0 0 -2 .8 8 1.44-4.88 1.56-7.44 1.31-6.25 1.69-7.81 p< 0.001
The results illustrated in the table indicate that, overall, participants were more negative 
about their current selves than their past selves, but did not expect their future selves to 
move in an increasingly negative direction. None of the “self’ ratings were as negative 
as the rating for “someone with breast cancer”, although “self now” was closer to 
“someone with breast cancer” than “self before diagnosis” and “self after treatment”.
A within-participant analysis was then carried out comparing these overall positivity- 
negativity scores. A Friedman test (see Table 3.1) first indicated a significant difference 
between the five elements (%^ =68.98, p<0.001). Individual Wilcoxon Signed Ranks 
Tests (with adjusted significance level) showed significant differences between “self as 
I was before diagnosis” and “self as I am now” (z=-4.30, p<0.001) and between 
“someone with breast cancer” and “self as I expect to be after treatment” (z=-2.87, 
p<0.01). No significant differences were found between “self as I am now” and “self as 
I expect to be after treatment” (z=1.33, p>0.01), between “self as I was before
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diagnosis” and “self as I expect to be after treatment” (z=-2.10, p>0.01), or between 
“self as I am now” and “someone with breast cancer” (z=2.45, p>0.01). “Ideal self’ 
was significantly different from all the other elements (p<0.001). The mean positivity- 
negativity ratings for the different elements is shown in Figure 3.1.
F ig u r e  3 .1
M e a n  p o s it iv it y -n e g a t iv it y  r a t in g s  f o r  d if f e r e n t  e l e m e n t s
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cancer
These results suggest that in this group of women a diagnosis of breast cancer had a 
negative effect on self-image (i.e. participants saw themselves as moving further away 
from their perceived ideal self and pre-diagnosis self in ways that were important to 
them). However, the women in this sample, on average, did not expect their view of 
themselves to move in an increasingly negative direction after treatment.
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3,2 Chanee in individual provided constructs
Ratings for the elements “self before diagnosis”, “self now” and “self as I expect to be 
after treatment” for the individual provided constructs are shown in Table 3.2.
T a b l e  3 .2
C h a n g e  m  r a t i n g s  f o r  in d iv id u a l  p r o v id e d  c o n s t r u c t s
Self before 
diagnosis Self now
Self as expect 
to be after 
treatment
Friedman
Test
Statistic
In control vs. Not in control
mean 2.00 3.96 3.07
d.f.=2, 21.68**s.d. 1.18 2.15 2.25
range 1-5 1-9 1-9
Attractive vs. Unattractive
mean 4.07 4.29 4.48
d.f.=2, 3.33s.d. 2.22 1.94 2.55
range 1-8 1-8 1-9
Coping vs. Not coping
mean 1.81 2.66 2.55
d.f.=2, x^ : 12.96*s.d. 0.83 1.56 1.62
range 1-4 1-7 1-6
Feminine vs. Not feminine
mean 2.03 2.33 3.33
d.f.=2, 10.08*s.d. 1.37 1.56 2.60
range 1-6 1-6 1-8
Informed vs. Uninformed
mean 4.04 2.48 1.93
d.f.=2, x^ : 13.59**s.d. 2.79 1.67 1.27
range 1-9 1-7 1-5
Independent vs. Dependent
mean 2.22 2.89 2.63
d.f.=2, x^ : 3.50s.d. 1.93 1.83 1.80
range 1-9 1-8 1-7
Calm vs. Afraid
mean 2.48 4.85 3.04
d.f.=2, x^ : 22.89**s.d. 1.67 2.82 2.19
range 1-8 1-9 1-9
Happy with appearance vs. Unhapily with appearance
mean 3.04 3.56 4.22
d.f.=2, x^ : 5.85s.d. 1.79 1.91 2.37
range 1-7 1-9 1-8
p<0.05 ** p<0.01
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Friedman tests were carried out with each provided construct to test for significant 
differences between the scores for the three elements. As Table 3.2 illustrates, 
significant differences were found for the following constructs: in control-not in control, 
coping-not coping, feminine-not feminine, informed-uninformed and calm-afraid. No 
significant differences were found for attractive-unattractive, independent-dependent or 
happy with appearance-unhappy with appearance.
For the constructs where a significant change was indicated, Wilcoxon Signed Ranks 
tests were carried out between each pair to find where the differences occurred (using an 
adjusted significance level based on the number of analyses conducted). These 
comparisons indicated that participants rated their current self as significantly less in 
control (z=3.85, p<0.001), coping less (z=3.25, p<0.001), less calm (z=3.94, p<0.001) 
and more informed (z=2.84, p<0.01) than their “self before diagnosis”. The rating for 
“self as I expect to be after treatment” was significantly more informed (z=3.23, 
p<0.001) and less feminine (z=2.50, p<0.01) than “self before diagnosis”. “Self as I 
expect to be after treatment” was rated as significantly less afraid than current self 
(z=2.91,p<0.01).
The change in ratings for each construct is illustrated in Figure 3.2.
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F ig u r e  3 .2
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33  Relationship between chanse score and other variables
Given the previous results highlighting the significant perceived change between “self 
before diagnosis” and “self now”, it was important to explore the relationship of this 
perceived change in self-image to other variables that have been investigated in the 
breast cancer literature. Therefore, the overall change in positivity-negativity score 
(calculated by subtracting “self now” ratings fi*om “self before diagnosis” ratings) was 
analysed in relation to a number of other continuous variables, including the HADS 
anxiety score, the HADS depression score, age, time since diagnosis and cognitive 
complexity, using Spearman Rank correlations. The relationships between these 
continuous variables and the variables categorising treatment, dependants, history of 
chronic or mental illness, and severity (grade) of disease were analysed using a Mann- 
Whitney U test or Kruskal-Wallis test as appropriate. Findings are shown in Tables
3.31 and 3.32 and are summarised below.
T a b l e  3 .31
R e l a t io n s h ip s  b e t w e e n  c o n t in u o u s  v a r ia b l e s , in c l u d in g  c h a n g e  v a r ia b l e  
(S p e a r m a n  c o r r e l a t io n  c o e f f ic ie n t s )
Change (now- 
before)
HADS
Anxiety
HADS
Depression
Time since 
diagnosis
Cognitive
complexity
Change (now- 
before)
-
HADS
Anxiety
.49** -
HADS
Depression
.48* .78** -
Time since 
diagnosis
-.36 -.21 -.26 -
Cognitive
complexity
-.05 -.09 -.10 -.08 -
Age # g .4 2  _ -.39* -.37 -.17 -.04
* p<0.05
** P<0.01
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T a b l e  3 .32
R e l a t io n s h ip s  b e t w e e n  c a t e g o r ic a l  a n d  c o n t in u o u s  v a r ia b l e s ,
INCLUDING CHANGE VARIABLE
Categories (N)
Change
(now-before)
HADS
Anxiety
HADS
Depression
Age
Mann-Whitney U Test
Treatment: Mastectomy (7) -0.97 -0.61 -0.93 -0.75Other (20)
Dependants: Yes (11) -1.71 -2.85** # 1 0 7 9 * # -3.93**No (16)
History of Yes (9) -2.04* -0.34 -0.21 -3.07**chronic illness: No (18)
History of Yes (5) -0.72 | i : | | i i * | | | -2.73** -0.44mental illness: No (22)
Kruskal-Wallis Test
Severity of 1 (5)
disease (grade): 2 (10) 2.49 0.41 1.53 2.27
3 (12)
*
**
p<0.05
p<0.01
3.31 Anxiety
A mean HADS anxiety score of 8.81 in this sample of women can be compared with a 
mean of 5.44 reported by Moorey et al (1991) in a general sample of cancer patients at 
the time of diagnosis, and a mean of 6.2 in Payne et a/.’s (1999) study of women with 
breast cancer. The number of women in this sample scoring above the cut-off point for 
clinical anxiety (37%) is similar to the figure of 40% reported by Epping et a l (1999) in 
a study of women with breast cancer between diagnosis and treatment.
Level of anxiety as measured by the HADS anxiety score was found to be significantly 
associated with the degree of change in self-image (correlation coefficient=0.49, 
p<0.01). Women who perceived a larger degree of change in their self-image tended to 
score more highly for anxiety. Anxiety was also found to be significantly related to age 
(correlation coefficient=0.39, p<0.05), with a higher degree of anxiety associated with a 
lower age.
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3.32 Depression
The mean HADS depression score was 3.63 in this sample of women, which is 
comparable with a mean of 3.02 found in the sample of general cancer patients 
investigated by Moorey et al. (1991), and with a mean of 3.4 reported in Payne et al.'s 
(1999) sample of women with breast cancer. The percentage reaching the criteria for 
clinical depression was 7.4% compared with Moorey et aDs (1991) 8.7%.
A significant correlation was found between the degree of change in self-image and the 
HADS depression score (correlation coefficient=0.48, p<0.05). A larger degree of 
perceived change was related to a higher depression score.
3.33 Age
Change in self-image was also found to be related to age (correlation coefficient=-0.42, 
p<0.05), with increasing age associated with less perceived change.
3.34 Time since diagnosis
No significant relationships were found between time since diagnosis and the change 
variable or the other variables.
3.35 Cognitive complexity
Cognitive complexity, indicated by the amount of variance attributed to the first 
component, was also analysed in relation to the other variables. No significant 
relationships were found.
3.36 Treatment
For the purpose of analysis, a treatment variable was categorised in terms of those who 
were to have a mastectomy and those who were to have a treatment other than 
mastectomy, as this has been the most common distinction made in the literature. No 
significant differences were found between the two groups in terms of the change 
variable, anxiety, depression or age.
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3.37 Dependants
Participants were then grouped according to whether or not they reported having 
dependants (i.e. dependant children or relatives) and these groups were compared in 
relation to other variables. Those with dependants were found to score significantly 
higher for anxiety (z=-2.85, p<0.01) and depression (z=-2.79, p<0.01) and to be 
significantly younger (z=-3.93, p<0.01), although no significant relationship was found 
with change in self-image.
3.38 History o f chronic illness
Women with a previous history of chronic illness were significantly older (z=-3.07, 
p<0.01) and had significantly less change in self-image (z=-2.04, p<0.05) than women 
with no previous history of chronic illness.
3.39 History o f mental illness
Participants who had previously experienced mental illness scored significantly higher 
for anxiety (z=-2.13, p<0.05) and depression (z=-2.73, p<0.01) than those who had 
never experienced mental illness. The groups did not differ significantly on the change 
variable.
3.40 Severity o f  illness (Grade)
The grade of illness (indicating severity and progression of disease) was taken fi’om the 
participants’ medical notes, and analyses carried out with the other variables using a 
Kruskal-Wallis test. No significant differences were found between participants 
classified as grade 1,2 or 3, in age, anxiety, depression or the change variable.
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3.4 Individual elicited constructs
The individual constructs, or bipolar verbal labels, given by each individual to describe 
their current experience, can provide useful information on the type and range of issues 
important to women at this time. A list of all the constructs elicited from individual 
participants is presented in Appendix 4, grouped into “themes” based on clear patterns 
in the data linked to themes arising from the literature. Inter-rater reliability was 
calculated for the allocation of the constructs into themes with another researcher 
working in the area of breast cancer, giving a reliability coefficient of 0.94. The 
themes, and an indication of how many constructs were categorised under each theme, 
are illustrated in Table 3.4. The aim of this categorisation was to impose some order on 
the large amount of information presented, thus aiding the reader and allowing some 
comparison with the existing literature, but the subjectivity of such an approach should 
be noted.
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T a b l e  3 .4
T h e m e s  g e n e r a t e d  f r o m  in d iy to u a l  e l ic it e d  c o n s t r u c t s
THEMES NUMBER OF 
OCCURRENCES
Dependence/ Responsibility/ Relationships 
(e.g. Helping and looking after others vs. Relying on others) 25
Change/ Continuity/ Normality/ Stigma 
(e.g. Carrying on as normal vs. Changed) 21
Illness/ Health 
(e.g. Healthy, active V 5. Unwell, inactive) 20
Fighting/ Strength/ Determination 
(e.g. Determined, strong V 5. Letting it beat you) 19
Fear/ Anxiety/ Worry 
(e.g. Having nothing to worry about vs. Worried) 18
Positivity/ Hope 
(e.g. Hopeful Despairing) 16
Support
(e.g. Supported vs. Feeling alone) 14
Humour/ Sadness/ Depression 
(e.g. Able to laugh about things vs. Depressed) 13
Informed/ Knowing/ In control 
(e.g. Knowledgeable vs. Not having the information) 13
Awareness of mortality/ Sense of time 
(e.g. Sense of time ahead vs. Feeling you don Y have time) 11
Physical appearance 
(e.g. Normal in appearance vs. Mutilated) 7
Uncertainty
(e.g. Feeling that things are predictable vs. Feeling uncertain) 6
Other
(e.g. Emotional vs. Hard) 6
Anger 
(e.g. Calm vs. Angry) 5
Change in priorities/ values 
(Valuing things Taking things for granted) 5
Faith in medical profession/ system 
(e.g. Having faith in medicine Negative feelings towards medicine) 4
Safety/ Violation 
(e.g. Protected vs. Violated) 4
Coping 
(e.g. Coping vs. Not coping 3
Fortune
(e.g. Fortunate vs. Unfortunate) 3
Wholeness/ Completeness 
(e.g. Complete V 5. Incomplete) 2
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3,5 Case examples
To illustrate the application of repertory grid technique and the relevance of change in 
self-image to women diagnosed with breast cancer, two case examples are presented. 
The cases have been selected to illustrate the individuality of a woman’s experience of a 
breast cancer diagnosis, and the usefulness of repertory grid technique in making sense 
of this experience. The examples may also help to highlight the potential dangers in 
some of the assumptions that can be made about women’s reaction to the experience of 
breast cancer if based solely on factors such as age and type of treatment.
From the principal components analysis of each individual’s grid, the constructs and 
elements can be plotted along the two major components in terms of their loadings, 
providing a visual overview of how they relate to each other. The distance between two 
elements in the construct space is an indication of their perceived similarity or 
dissimilarity over the whole range of constructs used (Ryle & Lunghi, 1969).
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3.51 Case 1
The first example is a 44-year-old woman who had received her diagnosis of breast 
cancer a week prior to the interview. She was single, worked part-time as a social 
worker, and had a dependent child of school age who lived with her. The stage and 
severity of her breast cancer was categorised as Grade 2, and her treatment was to 
consist of a lumpectomy followed by chemotherapy or radiotherapy as necessary. She 
felt that this decision had been made primarily by the Registrar, although she reported 
that she and the Breast Care Nurse had also been involved. She had no prior history of 
chronic or mental illness.
This woman scored 17 for anxiety and 8 for depression on the Hospital Anxiety and 
Depression Scale, which suggests a clinical/ severe level of anxiety and a borderline/ 
mild level of depression. During the completion of the repertory grid with this 
individual the following constructs were elicited:
Positive pole o f construct Nesative vole o f construct
Well vs. Ill
In control vs. Frightened
Supported vs. Isolated
Not worried for daughter vs. Worried for daughter
Feeling that things are predictable vs. Feeling uncertain
Feeling secure vs. Having to plan ahead
Able to think about myself vs. Sense of responsibility
Feeling safe and not alone vs. Under stress
Analysis of the grid indicated one principle component accounting for over 70 percent 
of all the variance, on which the majority of these constructs and the provided 
constructs were most highly loaded, with the exception of “feminine-not feminine” 
which loaded most highly on a separate component. This usually indicates extreme or 
“tight” construing, which has been considered less adaptive within personal construct 
theory in terms of adjustment to change. A two-dimensional plot of the elements in 
construct space from this individual’s grid can be seen in Figure 3.51.
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F ig u r e  3 .51
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A number of observations can be noted from this plot, including:
a) This individual’s view of her “self before the diagnosis” was already some distance 
away from her “ideal self’, but was relatively close to the positive poles of the 
constructs.
b) Her current view of herself is a large distance away from the ideal and pre-diagnosis 
self, and much closer to the negative poles of the constructs, suggesting that the 
diagnosis of breast cancer has led to a perceived move away from characteristics 
seen as positive and desirable.
c) The current self is also very close to her view of “someone with breast cancer”, 
which is placed towards the extreme negative poles of the constructs.
d) Her predicted “self after treatment” has moved back towards the positive poles of 
the constructs and the pre-diagnosis self, although still some distance away.
e) The individual’s views of how her surgeon and a close fiiend sees her are also 
towards the negative pole of the constructs, and close to her view of someone with 
breast cancer.
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3.52 Case 2
The second example is a 38-year-old woman who had received her diagnosis of breast 
cancer twenty-four days prior to taking part in the research interview. She was married 
with two dependent school-age children and did not work outside of the home. Her 
cancer, which was categorised as Grade 3, was to be treated with primary chemotherapy 
followed by a mastectomy. She reported that a number of people had been involved in 
making this decision, including herself, her partner, the surgeon, the breast care nurse, 
and the chemotherapist. She thought that the chemotherapist had been the most 
influential in the decision-making process, and commented that she had been “surprised 
to have a choice”. This participant had no previous history of chronic physical illness 
or mental illness, and there was no prior history of breast cancer in the family.
In contrast to the last case example, this participant was not currently reporting clinical 
levels of either depression or anxiety (scores on the Hospital Anxiety and Depression 
Scale were 7 for anxiety and 1 for depression, both within the non-clinical range). The 
constructs elicited during completion of this individual’s repertory grid were as follows:
Positive vole o f construct Nesative vole o f  construct
Positive vs. Negative
Open vs. Keeping things to yourself
Not conscious of appearance vs. Conscious of appearance
Confident vs. Uncertain
Normal vs. Different
Detached vs. Labelled
Realistic vs. Cheating yourself, untrue
Worthwhile vs. Not needed
In this case, analysis of the grid indicated three sizeable components, suggesting looser 
construing and greater cognitive complexity. Loaded most highly on the first 
component, which accounted for 56.86 percent of all the variance, were: positive - 
negative, open - keeping things to yourself, not conscious of appearance - conscious of
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appearance, confident - uncertain, normal - different, realistic - cheating yourself, 
worthwhile - not needed, in control - not in control, independent - dependent and calm - 
afraid. The second component, accounting for 18.88 percent of the variance, consisted 
of detached - labelled, coping - not coping, feminine - not feminine. Loaded most 
highly on the third component (accounting for 14.49 percent of the variance) were 
attractive - unattractive, informed - uninformed and happy with appearance - unhappy 
with appearance. A plot of the elements in construct space in relation to the first two 
components from this individual’s grid can be seen in Figure 3.52.
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Observations from this case example include the following:
a) The wider and less bipolar distribution of negative and positive poles of constructs 
indicate this individual’s looser construing.
b) There is a relatively small distance between this individual’s view of her “ideal 
self’, “self before diagnosis” and “self now”, suggesting that she perceives less of a 
change in her self-image as a result of the diagnosis.
c) While the current self is fairly close to her view of “someone with breast cancer”, 
this individual’s view of someone with breast cancer does not appear to have 
extreme negative connotations.
d) Her predicted “self after treatment” is some distance away from the other “selves”, 
but has not moved significantly in terms of the first component (on which many of 
the constructs was loaded). The change is also not entirely negative. For example, 
“self after treatment” is closer to the “informed” construct that the other “selves”.
e) This individual perceives her surgeon’s view of herself as towards the extreme 
negative end of the first principal component.
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4 D is c u s s io n
4,1 Summary of fîndines
4.11 Change in self-image
The findings of this study suggest that a diagnosis of breast cancer can in itself have a 
significant impact on self-image. For most women in this study this appears to consist 
of a negative overall change, with their view of “self’ moving further away from their 
“ideal” than they perceive their “self before diagnosis” to have been. The results 
indicate that women perceived the change in self-image to have occurred already as a 
result of their diagnosis, rather than expecting the negative change to occur in the future 
following treatment. The average view of self after treatment was not significantly 
different from either the pre-diagnosis self or current self. This is important in view of 
the existing literature. For example, much of the literature has looked at women 
retrospectively following treatment, and has implied that any changes or difficulties 
experienced at this time are due to the treatment they have undergone. The results of 
this study help to place the previous findings in context, and raise the possibility that 
factors other than treatment play an important part in women’s reactions to breast 
cancer.
4.12 Change in individual constructs
The theory and technique on which this study was based allowed an exploration of 
women’s self-image, and perceived change in self-image, based on personally relevant 
constructs elicited from participants themselves. However, a further aim of the study 
was to consider whether women perceived any significant change in relation to a 
number of supplied constructs based on themes arising from the literature. In a similar 
pattern to overall self-image, the perceived change on many of these constructs was 
reported to have already occurred. Women in this study perceived themselves to have 
less control, to be coping less well, to be more afraid, and to be more informed than 
they were prior to diagnosis. After treatment, women expected to remain more 
informed, to be less afraid than they were now, and to be less feminine than they were 
prior to diagnosis.
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These results suggest that, in line with previous research findings (e.g. Fallowfield, 
1997; Hack et al., 1994; Leinster et a l, 1989), women in this study valued a sense of 
being in control and being informed, and considered these factors to have been 
influenced by their diagnosis. A view of the diagnostic phase as a potentially stressful 
and distressing period (e.g. Kissane et al., 1998; Poole, 1997) is supported by these 
women’s perceived sense of feeling more afraid and coping less well than prior to their 
diagnosis. However, in contrast to the previous emphasis on treatment as having a 
negative impact, many of the women in this study did not predict further negative 
change but in fact appeared to predict some positive effects of treatment (such as 
becoming more informed and less afraid), which helps to place existing research in 
context.
The only specific factor investigated in this study which women expected to become 
significantly more negative following treatment was femininity, which lends support to 
previous research identifying femininity as an important factor post-treatment (e.g. 
Stevens et al., 1984).
Women in this study did not perceive themselves to have changed, or expect to change 
significantly after treatment, in terms of attractiveness or how happy they were with 
their appearance. This finding appears to contradict many of the assumptions on which 
previous research has been based. At the time between diagnosis and treatment, at least, 
women in this study did not appear to consider attractiveness or physical appearance an 
issue of prime importance. The reasons for this finding may only be speculated upon at 
this stage. It may reflect different priorities for women at this particular stage of their 
experience (Glanz & Lerman, 1992) which may change following the actual experience 
of treatment. Alternatively, in the context of the lack of consistent findings from 
previous research emphasising the importance of physical appearance (e.g. Filiberti et 
al., 1986; Goldberg et al., 1984; Wellisch et al., 1989), assumptions that this is a 
primary factor in the experience of most women with breast cancer may be questionable
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4.13 Relationships between other variables
The degree to which women perceived themselves to have changed since their diagnosis 
was found to be significantly related to other factors. In particular, women who 
reported a large change in self-image were more anxious and more depressed than were 
those who did not perceive such a large change. The direction of causation cannot be 
determined by the design of this study. It may be that perceiving a larger change in self- 
image leads to a higher degree of depression and anxiety, or that this finding reflects 
more negative perceptions and evaluations reported as a result of depression or anxiety.
Older women and those with a previous history of chronic physical illness perceived 
themselves to have changed less since before diagnosis than younger women and those 
with no history of chronic illness.
Cognitive complexity/ differentiation was not found to be significantly related to any of 
the other variables. This is in contrast to other studies that have found cognitive 
complexity to be significantly related to adjustment to stressful life events (e.g. Kalthoff 
& Neimeyer, 1993; Skelly, 1998). However, it should be noted that the measure of 
cognitive complexity used in the current study was based on both elicited and provided 
constructs, and that all elements were provided. This is likely to have restricted the 
complexity of participants’ responses and differentiations, and may therefore have 
impacted on the calculation of cognitive complexity from the principal components 
analysis. Excluding the provided constructs from the calculations may have led to more 
meaningful cognitive complexity estimates.
No significant relationship was found between the degree of change in self-image and 
time since diagnosis, severity of illness, history of mental illness, treatment choice, or 
whether the woman had dependants. However, a number of other relationships were 
found between some of the variables. Younger women were found to be more anxious, 
to be more likely to have dependants, and to be less likely to have a prior history of 
chronic illness. In addition, women with dependants or with a prior history of mental 
illness had a higher level of both anxiety and depression.
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These findings suggest a complex interplay between variables, and highlight the 
importance of considering this complexity when attempting to explain women’s 
reaction to their experience of breast cancer. This study provides preliminary evidence 
that the degree of change in self-image may be an important factor to take into 
consideration when attempting to understand this experience, and why some women 
experience it as more distressing than others.
Much of the existing research has focussed on women’s level of distress or adjustment 
retrospectively following treatment, without taking into account these women’s pre­
diagnostic differences or perceived changes in self-image. An understanding of the 
degree to which women consider themselves changed by the diagnosis itself may help 
to clarify links between other variables. For example, the results of this study suggest 
that women with a history of chronic illness, who tend to be older, may be less likely to 
experience as great a shift in their self-image in response to a breast cancer diagnosis as 
those with no prior experience of chronic or life-threatening illness. This may suggest 
that prior experience of chronic illness increases an individual’s ability to cope with 
further illness, or that the self-image of these individuals was already more negative 
prior to diagnosis and therefore less prone to change. Such findings may provide 
increased insight into the processes by which factors such as age may impact on the 
experience of breast cancer.
4.14 Individual elicited constructs
The constructs elicited from each individual participant provide important information 
regarding the issues of relevance to the women in this sample at this time. A wide 
range of different constructs were evident, yet there was also considerable overlap in the 
themes of these constructs. Almost all of the participants generated a construct relating 
to dependence, responsibility or relationships, which appeared to be an important theme 
for these women. Other themes for which at least half of the sample provided a 
construct were those relating to: change, continuity, normality and stigma; illness and 
health; fighting, strength and determination; fear, anxiety and worry; positivity and 
hope; and support.
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Less frequently occurring themes incorporated constructs relating to: humour, sadness 
and depression; informed, knowing and control; awareness of mortality and sense of 
time; physical appearance; uncertainty; anger; change in priorities and values; faith in 
the medical profession or system; safety and violation; coping; fortune; and wholeness 
and completeness.
Anxiety, depression, anger and fear - emotional reactions to breast cancer which have 
often been cited in the literature (e.g. Glanz & Lerman, 1992) - are all represented 
within these themes to varying degrees.
Again, the range of themes should alert us to the danger of making narrow assumptions 
about the issues that are important to women at this time. These constructs also help to 
illustrate the complexity of these women’s experience of and reaction to a breast cancer 
diagnosis, both within and between individuals. This supports the view that adjustment 
to breast cancer should be viewed in terms of a process of adaptation involving a 
complex interaction of factors (Osowiecki & Compas, 1999).
4.2 Methodolosical and theoretical considerations
Repertory grid technique benefits from its ability to generate rich idiographic data 
(Large & Strong, 1997), and to provide a numerical statement of an individual’s 
perception of herself in relation to others and at different points in time (McKenna & 
Denman, 1993). The technique also creates a picture of an individual’s perception of 
the impact of an event on herself, and allows exploration of individual differences 
(McKenna & Denman, 1993). It has been suggested that a difficulty with many other 
standardised psychological tests and procedures, which the repertory grid technique 
aims to avoid, is the delineation of individual meanings according to the dimensions of 
meaning proposed by the researcher (Fransella & Bannister, 1977).
The benefits of such a technique must be weighed against the advantages of using 
standardised measures with established reliability and validity. However, some 
researchers and clinicians have argued that positivistic conceptions of validity are too 
narrow and need to take into consideration other concerns (Epting et a l, 1993; Fransella 
& Bannister, 1977). Fransella and Bannister (1977) propose that reliability and validity
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of a grid cannot be discussed in the same way as a questionnaire, as it is not a test but a 
format in which data can be placed to reveal patterns or meaning in the data. Validity 
can therefore only be understood in this context, it is argued, in terms of whether or not 
it can reveal patterns and relationships in certain kinds of data. However, validity must 
also take into account whether such patterns reflect realities in the real world 
population, and further research is needed to determine this.
The number of participants in this study was not large, and generalisations cannot be 
made from the findings of this research to a larger population of women diagnosed with 
breast cancer. The number of participants is less of an issue for the within-participant 
analyses, but should be taken into account especially when interpreting analyses that 
required participants to be divided into groups (i.e. some of the analyses using 
categorical variables). The size of the sample, and the use of non-parametric statistical 
methods, must also be given consideration when interpreting null results as this is likely 
to have resulted in reduced power.
For this study, however, the number of participants is weighed against the importance of 
carrying out research within a clinical service setting, without a pre-existing pool of 
participants, and emphasising the richness of information obtained rather than the 
quantity. Furthermore, the number of participants is comparable with other studies 
using repertory grids in health populations (e.g. Fisher, 1985; Large & Strong, 1997; 
McKeima & Demnan, 1993), and with many of the existing breast cancer studies on 
which current clinical practice is based (e.g. Goldberg et a l, 1984; Stevens et al., 1984). 
The aims of this study were not explanatory, but were to raise issues of potential 
relevance and report preliminary findings that can guide further research.
It should be noted that the current study utilised two different service settings. This was 
necessary in order to obtain sufficient numbers of participants within the time available. 
No significant differences were found between participants from the two services in 
terms of variables such as age and severity of disease, but the sample size prevented 
comparisons of the two groups in terms of some of the categorical variables. 
Furthermore, it was not possible within the scope of this study to take into account 
factors relating to the provision of services, such as the characteristics and style of
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consultants and other team members, and the way in which the diagnosis and other 
information was given. The degree to which such factors influence women’s responses 
and adjustment to breast cancer remain unclear (Fallowfield et a l, 1990).
The current study is cross-sectional and considers women at only one point in time. It is 
impossible to determine, for example, how women would have rated themselves in 
relation to their “ideal self’ prior to diagnosis, and it may be that there is a tendency for 
women to over-idealise their “ideal” and “pre-diagnosis” selves in light of a diagnosis 
of breast cancer. Neither can we make assumptions based on this study about how the 
findings may relate to women’s future experience or adjustment. An individual’s 
personal construct system is expected to develop and change over time through new 
events and experiences, and a repertory grid analysis is therefore limited to an 
assessment of the framework currently being used to understand and predict events 
(Brook, 1986). However, there are some indications that pre-treatment psychiatric 
morbidity and adjustment difficulties may be significant risk factors for continued 
psychological difficulties at later stages (e.g. Glanz & Lerman, 1992), and the 
identification of factors relating to psychological difficulties during the diagnostic, pre­
treatment phase is therefore important. Furthermore, it is hoped that further important 
information can be gained by following up this sample of women at subsequent stages 
in their illness experience.
Application of the repertory grid can often be far more time-consuming than 
administering standardised measures, and the concepts are not always easily grasped by 
all participants. In this study, participants responded well to the face validity of the 
approach and the opportunity to respond in their own terms and from their own 
perspective, but the time required to administer the grid, the other measures, and to gain 
adequate rapport was often around two hours per participant. The repertory grid 
technique used in this study did place a limit on the material obtained as elements and 
some constructs were provided by the researcher. However, this was considered 
important in order to meet the aims of the study, and it should be noted that individuals 
use and interpret even provided constructs in unique ways.
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Despite difficulties and criticisms relating to repertory grid technique, it continues to be 
used enthusiastically in both research and clinical settings and appears in at least 1000 
published studies to date (Feixas et a l, 1992).
Personal construct theory provides a useful phenomenological approach to 
understanding people in the context of change, and allows us to explore the impact of an 
individual’s construction of self on their reactions to the onset of an illness or disability 
(Fisher, 1985; Weinberg et a l, 1994). The “individuality corollary” proposed by Kelly 
(1955) emphasises individual difference and suggests that individuals do not respond to 
a stimulus but to what they perceive that stimulus to be (Fransella & Bannister, 1977). 
It is important to introduce this perspective in an area of research that has often rested 
on assumptions that women will respond in similar pre-determined ways to the 
diagnosis and treatment of a life-threatening illness such as breast cancer.
However, research carried out within a theoretical background of personal constructs 
must also acknowledge that repertory grids or other statistical output is interpreted 
through the researcher’s own system of constructs, and the researcher therefore 
determines which information is selected and considered important. Interpretation of 
the findings must therefore take into account the theoretical background of constructive 
altemativism in which personal construct psychology in based, which proposes that our 
constructions do not reflect an underlying reality but are merely ways of ordering our 
experience and are open to infinite alternatives (Kelly, 1955).
4.3 Implications
4.31 Research implications
While a large amount of research has investigated women’s responses some time after 
their treatment, relatively little research has been conducted with women at a stage 
following diagnosis but prior to undergoing treatment. A developmental approach to 
breast cancer research would seem useful, as the experience of breast cancer involves an 
ongoing process through diagnosis, treatment, adjustment, and possibility of recurrence, 
and each stage may present different challenges and responses (Glanz & Lerman, 1992).
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Future research may therefore consider women’s perceptions of change in self-image at 
different stages of this process. Ideally this will include more longitudinal research 
following women through these stages. It will also be important to carry out similar 
research with larger numbers of participants, to confirm whether the findings generalise 
to a wider population, and to enable the use of more sophisticated statistical techniques 
that can examine the relationships and interactions between multiple variables. More 
complex research designs are needed to determine causality between the variables found 
to be correlated in this study, and to control for extraneous variables. In addition to 
change in self-image, a number of variables have been found by the current study to be 
worthy of further investigation, including age, history of chronic and mental illness, and 
whether individuals have dependants. This suggests that more emphasis needs to be 
given to an exploration of person-related factors, in contrast to the previous focus on 
treatment- and illness-related factors.
4.32 Clinical implications
For this group of women, a change in self-image following diagnosis was found to be 
associated with the degree of psychological distress they were currently experiencing. 
This suggests that individuals’ own internal attitudes towards the diagnosis and its 
impact on their lives may be important factors in psychological adjustment. If this 
finding is replicated in larger studies it will be important to consider the implications for 
identifying women most at risk for psychological difficulties, and supporting women at 
this stage of the illness experience. For example, rather than focussing solely on 
psychopathology or treatment choice, it may be necessary to offer more supportive 
interventions which help to guide women through a period of change, fear, anger and 
low self-concept (Weinberg et al., 1994). Early psychological interventions, near the 
time of diagnosis, may be beneficial in promoting a rapid return to psychological health 
(Epping et a l, 1999).
In addition, all health professionals may need to gain a better understanding of the 
subjective meanings which women ascribe to their experiences of breast cancer if they 
are to promote psychological recovery (Luker et al., 1996). Increasing evidence of the 
multidimensionality of women’s experiences and concerns upon diagnosis of breast 
cancer suggests the importance for health professionals to avoid making assumptions
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about women’s responses based on factors such as age or treatment modality alone 
(Reaby e/a/., 1994).
4.4 Conclusions
Assumptions about the importance of losing a breast as a primary factor in women’s 
experience of breast cancer may have contributed to the emphasis on developing 
surgical techniques which are considered less invasive or allow reconstruction of the 
breast. Unfortunately, such developments appear to have diverted attention away from 
other factors that may be important, and seem ultimately to have led to the perception 
and use of surgical techniques as “psychological interventions” in themselves. In other 
words, assumptions have been made that offering such treatments to women with breast 
cancer will in itself reduce their distress and aid their adjustment.
Furthermore, current clinical practice continues to be informed by poorly designed 
research, often carried out many years ago before recent changes in medical practice 
and public perception. Medical practitioners are faced with the difficult task of 
attempting to interpret a large body of contradictory research reporting on a wide range 
of variables with varying populations. Perhaps what has sometimes been overlooked 
within this confusing picture is the importance of asking women themselves what 
receiving a diagnosis of breast cancer means to them, within the context of their own 
lives.
Findings from this study indicate that a diagnosis of a life-threatening illness such as 
breast cancer can lead to a radical shift in some women’s sense of self. The experience 
of losing a breast appears to be only one factor among many that are important to 
women at this time. The results of this study suggest the importance of further 
investigation to explore the relationship between change in self-image and women’s 
adjustment to a breast cancer diagnosis, and the potential implications for medical and 
psychosocial management.
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A p p e n d ix  1
E x a m p l e  o f  c o m p l e t e d  r e p e r t o r y  g r id
Elements
Positive pole 
of construct
1
SRM
w
%
ri
ÎÎA
1
1
II
II
s I% «2
1
1g oH52 t» 
1
#1 
g s
8 1 g 3
% 43
Negative pole 
of construct
Tolerant 7 1 1 7 5 7 7 Critical
The same 1 1 3 1 5 2 6 Changed
A person 5 1 1 7 9 1 7 A patient
Fit/well 7 3 1 4 7 8 8 111
Lack of awareness 
of own mortality 8 3 3 8 5 7 7
Aware of own 
mortality
All the time in 
the world 7 5 1 6 4 6 7 Short of time
Sense of 
responsibility 2 2 2 2 5 2 5 Non-caring
In control of 
own health 6 3 1 3 4 7 7
Out of control of 
own health
In control 6 3 1 2 4 6 7 Not in control
Attractive 3 2 1 2 5 2 5 Unattractive
Coping 2 2 1 2 4 3 5 Not coping
Feminine 2 1 1 2 4 2 5 Not feminine
Informed 2 5 1 2 3 2 3 Uninformed
Independent 2 2 1 2 4 2 5 Dependent
Calm 5 3 1 3 5 3 5 Afraid
Happy with 
appearance 4 3 1 3 5 2 5
Unhappy with 
appearance
El
E2
E3
E4
E5
E6
E7
E8
PI
P2
P3
P4
P5
P6
P7
P8
E1-E8 = Elicited constructs from participant 
PI-PS = Provided constructs
Each element is rated in terms of each bipolar construct on a scale of 1 to 9, where 1 is the 
extreme positive end of the construct and 9 is the extreme negative end of the construct.
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A p p e n d ix  2
Pa tien t  In fo r m a tio n  Sh e e t  
“Women’s views of themselves and their illness following diagnosis of breast cancer”.
You are being invited to take part in a research study. Before you decide whether to take part it 
is important for you to understand why the research is being done and what it will involve. 
Please take time to read the following information carefully and discuss it with friends, relatives 
and medical professionals if you wish. Please ask us if there is anything that is not clear or if 
you would like more information. Take time to decide whether or not you wish to take part.
Thank you for reading this.
What is the purpose of the study?
This research is being carried out to improve our understanding of the experience of being 
diagnosed with breast cancer from the point of view of women going through this experience. 
We are interested in finding out more about how women see themselves prior to their diagnosis, 
now, and in the future. We will be collecting information from a number of women going 
through this experience over the next nine months. It is hoped that the information gained will 
help clinicians to understand how best to support women going through this experience.
Why have I been chosen?
All women receiving a diagnosis of breast cancer at this hospital during the period of the study 
will be asked to take part. Up to 50 women will be included in the study altogether.
Do I have to take part?
It is up to you to decide whether or not to take part. If you do decide to take part you will be 
given this information sheet to keep and asked to sign a consent form. If you decide to take part 
you are still free to withdraw at any time and without giving a reason. This will not affect the 
standard of care you receive. If you decide not to take part, future care and treatment will not be 
affected.
What will happen to me if I take part?
Taking part in this study will involve an interview with the researcher lasting approximately one 
and a half hours. During this time you will be asked to complete three short questionnaires 
asking about you and how you feel at the moment.
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You will then be asked to complete a more detailed questionnaire with the researcher, which 
will ask about how you see yourself now, in the past, and in the future. There will be a number 
of pairs of words that you will be asked to rate yourself on in terms of how far they describe 
you. You will also be given an opportunity to describe what is important to you in your own 
words.
The interview will take place between now and when you start your treatment. This will be at 
the hospital, or at your home if this is more convenient.
Will my taking p art in this study be kept confidential?
All information that is collected about you during the course of the research will be kept strictly 
confidential. Any information about you which leaves the hospital will have your name and 
address removed so that you cannot be recognised from it.
Your GP and your consultant within the breast cancer team will be notified of your participation 
in this research. You will be asked to give your agreement to this if you decide to take part in 
the study.
W hat will happen to the results of the research study?
The results of the study will be included in the doctoral thesis of the main researcher. You will 
not be identified in any way in this document. The results may also be published at a later date. 
If you would like to obtain a copy of the results of the study, please ask the researcher during 
your interview.
Who is funding the research?
This research is being carried out as part of the postgraduate training of the primary researcher, 
funded by the University of Surrey.
Contact for further information
If you require ftirther information about this study, please contact:
Catherine Lane (Clinical Psychologist in Training/ primary researcher) or
Katherine May (Clinical Psychologist for the breast cancer service/ secondary researcher)
A t......................
Thank you for taking part in this study.
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A p p e n d ix  3
P a t ie n t  C o n s e n t  F o r m
Consent Form for Participation in research project
H ea lth c a re  NHS Trust
Title of Project:
_______ “Women’s views o f  themselves and their illness following diagnosis o f  breast cancer’
First Investigator: Catherine Lane
Second Investigator: Katherine May
Telephone contact number:__________________
Explanation of the Studv
In this study we would like to find out about the factors that are important to you at a time when you 
are making decisions about treatment for breast cancer. It is hoped that information from this study 
will help breast cancer services to provide support and guidance to women at this time.
To do this we will need to meet with you for about an hour or an hour-and-a-half. During this time 
we will ask you to complete questionnaires relating to you and how you feel at the moment. We will 
also help you to fill in a questionnaire asking about how you see yourself now, in the past, and in the 
future.
We will also need to inform your hospital consultant and your GP that you are taking part in the 
study, and to obtain information about your illness and choice of treatment.
Your personal details will not be kept on record, and any information you give will not be 
identifiable. Your decision whether or not to take part in the study, and any information you give, 
will in no way influence your treatment within the breast cancer service.
Thank you for assisting us with our research. We very much appreciate your help.
I (name)
Of (address)
hereby consent to take part in the above investigation, the nature and purpose of which have been 
explained to me. Any questions I wished to ask have been answered to my satisfaction.
I understand that I may withdraw from the investigation at any stage without giving a reason for 
doing so, and that this will in no way affect the care I receive as a patient.
Signed  (Name)________________________________________________Date______
(Witness)______________________________________________ Date______
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A p p e n d ix  4
E l ic it e d  c o n s t r u c t s , g r o u p e d  in t o  t h e m e s
Positive Pole of Construct Negative Pole of Construct
Anger
Content Angry
Not angiy or frustrated Angry and frustrated
Calm Angry
Resigned Angry
Calm Angry
Awareness of mortality/Sense of time
Appreciating things, aware of mortality Taking things for granted, not aware of mortality
Lack of awareness of own mortality Aware of mortality
All the time in the world Short of time
Sense of time ahead Feeling you don’t have time
Expecting long and healthy life Unsure about the future, threatened
Making the most of the present Not taking advantage of the present
Having things to look forward to Devastated
Unaware of death More aware of death
Looking to the friture Taking each day at a time
Having lots of time Short of time
Belief I will survive Doubt I will survive
Change/Continuity/Normality/Stigma
Same Different
The same Changed
Carrying on as normal Changed
The same Different
Staying the same Totally changed
Staying the same Changing
Carry on as normal Not able to do the things I used to do
Able to do the things I used to do Unable to do the things I used to do
Able to do the things I want to Feeling I can’t do the things I used to do
Able to carry on as normal Feeling life is disrupted
Unchanged Changed
Normal Different
Being treated normally Being treated abnormally
Treated normally Treated as a sick person
Seen as a person Seen impersonally
Treated as normal Stigmatised
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Accepted Rejected
Detached Labelled
Cured, back to normal Miserable, self-pitying
A person A patient
Treated as a “person” Treated as a “case”
Change in priorities/values
Valuing things Taking things for granted
Looking forward Looking backwards
Wanting something good to come out of it Nothing good coming out of it
Thinking about what is important Not thinking about what is important
Grateful Ungrateful, taking things for granted
Coping
Coping Frightened
Coping Not coping
Coping Shocked
Dependence/Responsibility/Relationships
Feeling protective of others Not feeling protective of others
Protective of other people Putting people in difficult position
Sense of responsibility Non-caring
A carer Being cared for
Responsible, in charge Not responsible, not in charge
Not causing other people worry Causing other people worry
Putting others first Thinking about myself
Feeling responsible for others Uncaring about others
Not worried for daughter Worried for daughter
Able to think about myself Sense of responsibility
Independent Feeling dependent on others
Worthwhile Not needed
Helping and looking after others Relying on others
Concerned about others giving up their time Selfish
Not concerned about family coping Concerned about family coping
Open Not wanting to talk
Talking things through Getting things out of proportion
Open Keeping things to yourself
Giving Withdrawn
Able to deal with other people’s emotions Not able to deal with other people’s emotions
Tolerant Critical
Understanding, sympathetic Selfish, no sympathy
Tolerant Intolerant
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Open, honest Deceitful, lying
Close to family, tolerant Not close to family, intolerant
Faith in medical profession/ system
Faith in medical system and professionals Angry
Having faith in medicine Negative feelings towards medicine
Having faith in medical professionals No faith in medical professionals
Having things dealt with Frustrated
Fear/Anxiety/ Worry
Calm Worried
Calm Anxious
Relaxed Tense
Not worried, able to concentrate Worried, can’t concentrate
Laid back Worry about things
Putting out of my mind Afraid
Not scared Scared
Happy go lucky Worrier
Having nothing to worry about Worried
Dealing with things Afraid
Brave Coward
Brave Dwelling on it
Accepting Frightened
Accepting Shocked
Accepting Frightened, panicked
Philosophical Worried
Fatalistic Worrier
Not under strain Under strain
Fighting/Strength/Determination
Strong Heartbroken
Strong Giving in
Fighting, angiy Feeling sorry for myself
Angry, Fighting Defeated
Strong Scared
Strong Weak
Positive, beating it Giving in
Fighting Giving in
Fighting it Letting it beat you
Determined, strong Weak
Facing up to it Being overwhelmed
Resilient Giving up
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Seeing it through Running away
Facing a challenge Giving up
Facing and confronting things Avoiding things
Strong Vulnerable
Determined Inability to overcome situation
Brave Frightened
Fighting it, strong Giving in, weak
Fortune
Lucky Unlucky
Fortunate Unfortunate
Fortunate Sad, lonely
Humour/Sadness/Depression
Able to laugh about things Depressed
Happy Sad
Cheerful, sense of humour Not cheerful, no sense of humour
Happy Upset
Happy, cheerful Upset
Feeling okay, normal Down
Humorous Grouchy
Joking and humorous Depressed
Cheerful Morbid
Happy Shocked
Cheerful Depressed
Fighting off negative thoughts Slough of despond
Bouncing back Sad
Illness/Health
Not in pain, healthy In pain and discomfort
Not worried about physical symptoms Worried about physical symptoms
Well Unwell
Healthy Sick
Fit, well 111
Healthy 111
Well 111
Healthy, active Unwell, inactive
Well, carrying on 111, sick
Feeling well, alright Feeling that my life is over
Well Off colour, tired
Cured Not cured
Well 111
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Feeling well Feeling 111
Fit and mobile Lack of energy
Well Miserable
Energetic Tired
Sprightly Tired
Fit 111, sick
Mobile Limited mobility
Informed/Knowing/In control
Wanting to know Not wanting to know
Well informed Uncertain, unable to predict what will happen
Knowledgeable about breast cancer Ignorant about breast cancer
Knowledgeable Not having the information
Playing a part, as much knowledge as possible Sitting back and letting it happen
Wanting to know Not wanting to know
Aware, knowledgeable Ignorant
In control Frightened
In charge of own choices Influenced by others
Knowing what I’m dealing with Not knowing what I’m dealing with
In control of own health Not in control of own health
In control of own health Out of control of own health
Awareness of what I’m doing to my body Ignorance
Physical a,ppearance
Not conscious of appearance Conscious of appearance
Look good Not look good
Conscious of appearance Not bothering about appearance
Physically the same Physically different
Normal in appearance Mutilated
Looking normal Looking abnormal
Attractive Unattractive
Positivity/Hope
Positive, taking things day by day Apprehensive about the future
Positive Expecting the worst
Hopeful Wary
Positive Afraid
Positive Negative
Positive Negative, undecided
Positive Negative
Optimistic Devastated
Looking on the bright side Trying to forget
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Hopeful Remembering awful experiences in past
Hopeful Not hopeful
Hopeful Despairing
Looking on the bright side Worrying about things
Positive Negative
Hopeful Giving up
Fatalistic Pessimistic
Safety/ Violation
Feeling secure Having to plan ahead
Feeling safe and not alone Under stress
Peaceful Invaded
Protected Violated
Support
Supported Unsupported
Supported Frightened, depressed
Supported, cared for Not supported, unsympathetic
Supported Feeling alone
Supported, accepted Not supported, unaccepted
Supported Let down
Not alone Alone
Feeling supported, having someone there Feeling lonely, depressed, confused
Having someone there, supported Alone
Supported Isolated
Supported Alone
Supported Let down
Supported Being left alone
Supported Let down
Uncertainty
Knowing what’s going to happen Frustrated
Able to get on with things Uncertain
Confident Uncertain
Sure, confident Not knowing
Feeling that things are predictable Feeling uncertain
Knowing about the future Not knowing about the future
Wholeness/ Completeness
Complete Incomplete
Together Part of me missing
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Other
Realistic Sticking head in the sand
Realistic Cheating yourself, untrue
Emotional Hard
High expectations of self Low expectations of self
Confident Not confident
Things running smoothly Struggling, faced with hurdles
1 rr- ISITY OF SORRIY üEiRAHf
223
